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Please  note  the  following  corrections  to  this  document: 


p.  9  -  change  "seven"  to  "nine". 

p.  61  -  first  paragraph 
"Executive  Office  of  Elder  Services"  should  read  "Executive  Office  of 
Elder  Affairs" 

State  Agency  Descriptions 

-Department  of  Public  Health,  p.  3  -  funding  sources  -  EIP  gets  federal 
funding  including  Medicaid,  also  some  funding  from  the  state  and  from 
private  insurers.  The  EIICC  is  an  advisory  group  to  DPH  only,  not  DMR. 
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Introduction 

The  Massachusetts  Developmental  Disabilities  Council  (MDDC)  awarded  a  grant 
to  Boston  University  School  of  Social  Work  to:  1)  analyze  the  extent  of  flexible  support 
services  in  Massachusetts  for  families  with  individuals  with  developmental  disabilities 
living  at  home;  2)  review  family  support  delivery  systems  in  other  states;  and  3)  make 
recommendations  for  utilization  and  potential  expansion  of  flexible  support  services  in 
Massachusetts.  This  study  defines  family  support  as:  services,  resources,  and  other 
types  of  assistance  to  enable  individuals  of  any  age  with  developmental  disabilities  to 
live  at  home  with  their  families  and  to  be  welcomed,  contributing  members  of  their  home 
communities.  This  definition  is  based  upon  concepts  of  family  support  articulated  by  the 
MDDC,  the  Massachusetts  Department  of  Mental  Retardation,  and  the  Human  Services 
Research  Institute. 

In  order  to  accomplish  the  study's  objectives,  the  following  research  activities 
were  undertaken  from  October  1997  through  June  1998:  interviews  with  family  support 
coordinators  or  other  knowledgeable  staff  in  seven  state  agencies;  review  of  state 
agencies'  family  support  data  and  materials;  a  literature  review  of  national  and  cross- 
state  data  regarding  innovative  family  support  models;  telephone  interviews  with  five 
selected  providers  of  innovative  family  support  services;  and  three  focus  groups  with 
families  caring  for  relatives  with  developmental  disabilities  living  at  home.  This  Final 
Report  summarizes  the  findings  of  this  study,  based  upon  the  various  research 
activities  conducted.  In  addition,  this  study  prepared  a  review  of  literature  entitled, 
"Review  of  Literature  on  Flexible  Family  Supports  for  Families  Caring  for  Children  with 
Developmental  Disabilities"  submitted  to  MDDC  in  March  1998. 

State  Agency  Family  Supports 

The  following  state  agencies  participated  in  our  research  on  flexible  family 
supports:  Massachusetts  Commission  for  the  Blind  (MCB),  Massachusetts  Department 
of  Education  (DOE),  Massachusetts  Department  of  Mental  Retardation  (DMR), 
Massachusetts  Department  of  Public  Health  (DPH),  Massachusetts  Division  of  Medical 
Assistance  (DMA),  Massachusetts  Executive  Office  of  Elder  Affairs  (EOEA),  and  the 
Massachusetts  Rehabilitation  Commission  (MRC).  Two  other  state  agencies,  the 
Department  of  Mental  Health  (DMH)  and  the  Department  of  Social  Services  (DSS), 
were  invited  to  participate  but  declined,  indicating  that  their  mandates  did  not  include 
provision  of  support  services  to  families  with  children  with  developmental  disabilities. 

The  goal  was  to  collect  data  from  each  agency  through  informant  interviews  and 
review  of  agency  documents  about  the  availability,  utilization,  and  funding  of  family 
support  services  for  families  of  people  with  developmental  disabilities  living  at  home. 
Based  upon  data  from  the  interviews  with  agency  informants  and  review  of  agency 

1 


documents,  a  profile  describing  each  agency's  family  supports  was  developed, 
summarizing  program,  funding,  and  utilization  data. 


Key  issues  identified  in  the  analysis  of  state  agencies'  family  supports  include: 

1 .  State  agencies  vary  widely  in  their  concepts,  definitions,  and  goals  of  family 
supports. 

2.  Eligibility  for  family  support  services  varies  widely  across  state  agencies,  creating  a 
"patchwork"  system,  at  best,  for  families  seeking  supports. 

3.  None  of  the  agencies  in  this  study  collects  specific  utilization  data  on  the  number  of 
families  with  individuals  with  developmental  disabilities  receiving  family  supports  or 
services  provided. 

4.  In  most  state  agencies  there  is  limited  flexibility  and  family  choice  in  supports  to 
families  caring  for  individuals  with  developmental  disabilities. 

5.  There  is  little  information  available  on  the  extent  of  unmet  needs  for  family  support 
by  families  of  individuals  with  developmental  disabilities. 

6.  The  majority  of  funding  for  family  supports  is  provided  by  state  revenues,  primarily 
through  DMR,  with  little  federal  financial  participation. 

7.  Fragmentation  of  family  supports  across  the  various  agencies  presents  a  significant 
barrier  to  the  delivery  of  flexible  family  supports. 

8.  Minimal  research  has  been  conducted  on  the  effectiveness  of  family  support 
services  across  the  various  agencies. 


-*  See  Chapter  One:  State  Agency  Family  Supports  and  Appendix  C  for  Profiles  of  the 
State  Agencies. 

Innovative  Models  of  Family  Support 

From  a  pool  of  22  recommended  innovative  models  of  family  support  (based 
upon  a  literature  review  and  contacts  with  national  information  sources  on  family- 
centered  delivery  models),  project  staff  in  conjunction  with  the  Massachusetts 
Developmental  Disabilities  Council  selected  five  models  for  telephone  interviews  in 
order  to  obtain  in-depth  information  about  their  programs.  Two  of  the  selected  models 
represent  comprehensive  family  support  systems  in  other  states:  Michigan's  Family 
Support  Program  and  Rhode  Island's  CHOICES  Program.  Three  other  innovative 
models  were  selected  within  Massachusetts:  the  Family  Partnerships  Project,  the 
Massachusetts  Department  of  Education/Department  of  Mental  Retardation 


(DOE/DMR)  Initiative  and  the  Kit  Clark  Senior  Services  Family  Support  Services 
Program. 

Based  on  telephone  interviews  with  staff  from  each  of  these  programs,  a  profile 
describing  each  innovative  model  of  family  support  was  developed.  Key  features  of  the 
innovative  family  models  which  we  studied  can  be  classified  under  three  areas: 
philosophical  (core  principles  or  values  underlying  the  program  model);  programmatic 
(features  relating  directly  to  provision  of  supports  and  services);  and  systemic  (policy 
aspects  relating  to  service  delivery  systems  and  financing). 


Key  features  of  innovative  models  of  family  support  are: 
Philosophical  Features 


1.  Innovative  models  of  family  support  reflect  a  strong  commitment  to  community 
inclusion  of  the  individual  with  disabilities  and  the  family. 

2.  The  value  that  all  children  have  a  right  to  live  with  their  family  is  fundamental  to 
family  supports. 

3.  Families  and  consumers  are  the  primary  decision-makers  about  the  services  and 
supports  which  they  receive. 

Programmatic  Features 


4.  Innovative  models  of  family  support  individualize  supports  and  services  to  each 
family,  based  upon  a  family-driven  planning  process. 

5.  The  capacity  to  listen  and  be  responsive  to  family  members  is  crucial  to  providing 
family  supports. 

6.  Helping  families  navigate  the  system  of  supports  is  an  important  objective  of 
innovative  family  support  models. 

7.  Models  of  family  support  provide  flexible  funding  options  as  well  as  direct  services. 

8.  Innovative  models  of  family  support  offer  comprehensive  services  and  supports  for 
families. 

Systemic  Features 


9.  Some  innovative  models  promote  interagency  collaborations. 

10.  Some  innovative  models  integrate  services  and  funding  sources. 

1 1.  Some  innovative  models  utilize  Medicaid's  Home  and  Community  Based  Waiver 
funding  to  provide  supports  to  individuals  with  developmental  disabilities. 


-*  See  Chapter  Two:  Innovative  Models  of  Family  Support. 

Family  Focus  Groups 

Three  focus  groups  were  convened  in  Boston,  Worcester,  and  Springfield  during 
March  1998  in  order  to  obtain  the  perspectives  of  family  members  caring  for  children 
with  developmental  disabilities  about  flexible  family  supports.  Each  focus  group 
consisted  of  10  to  11  family  participants  and  met  once  for  approximately  two  hours. 

Thirty-one  individuals  (21  mothers,  8  fathers,  and  2  significant  partners) 
participated  in  the  three  focus  groups,  representing  26  families  with  children  with 
developmental  disabilities.  In  five  cases,  both  parents  or  partners  participated  in  the 
focus  groups,  while  in  the  remaining  cases  the  mother  or  father  attended.  See  Table  1 
in  Chapter  Three  for  a  description  of  characteristics  of  focus  group  participants  and  their 
children.  Overall,  six  key  themes  were  raised  by  families  in  focus  group  discussions. 


Key  themes  raised  by  the  family  focus  groups  are: 

1.  Flexible  family  supports  enhanced  the  well-being  of  individuals  with  disabilities  and 
their  families. 

2.  Although  flexible  supports  were  highly  valued,  many  parents  acknowledged  the 
significant  time,  commitment,  and  knowledge  required  of  them  in  order  to  make 
effective  use  of  these  supports. 

3.  Numerous  systemic  barriers  made  it  difficult  for  families  to  access  and  utilize 
individual  and  family  supports. 

4.  Specialized  support  needs  were  expressed  by  families  with  medically  fragile 
children,  families  with  elderly  caregivers,  and  families  from  minority  cultures. 

5.  Families  want  supports  which  are  proactive  and  preventive  in  focus. 

6.  Families  noted  marked  improvement  over  the  past  two  decades  in  the  flexibility  and 
array  of  family  supports  available. 


->  See  Chapter  Three:  Family  Focus  Groups. 
Conclusions  and  Recommendations 


The  landscape  of  family  support  services  for  families  of  individuals  with 
developmental  disabilities  has  dramatically  changed  over  the  past  two  decades,  both 
nationally  and  in  Massachusetts.  There  has  been  significant  growth  in  the  development 
of  family  supports  which  flexibly  respond  to  the  needs  and  strengths  of  individuals  and 


families.  However,  the  extent  of  the  state's  commitment  and  resources  for  family 
supports  has  been  uneven,  and  numerous  systemic  barriers  exist.  Based  upon  the 
findings  of  the  various  research  activities  undertaken  in  this  project,  we  make  the 
following  recommendations  for  utilization  and  potential  expansion  of  family  supports  in 
Massachusetts: 


Recommendations  are: 

1.  Expand  flexible  support  options  for  families  with  individuals  with  developmental 
disabilities  living  at  home. 

2.  Involve  more  families  and  consumers  in  decision-making  about  family  support 
policies  and  resources. 

3.  Improve  interagency  planning  and  coordination  of  supports  and  services. 

4.  Increase  utilization  of  "generic"  family  supports. 

5.  Increase  utilization  of  non-state  sources  of  funding  for  family  supports. 

6.  Address  inequities  in  the  availability  of  and  access  to  family  supports. 

7.  Advocate  for  more  flexible  health  care  coverage  for  individuals  with  disabilities  and 
their  families. 

8.  Develop  targeted  outreach  strategies  for  families  who  are  unserved  or  underserved 
(including  medically  fragile  children,  elder  caregivers,  and  families  from  diverse 
cultural/ethnic  backgrounds). 

9.  Provide  information  about  programs  and  resources  to  families  to  enable  them  to  be 
effective  decision-makers. 

10.  Educate  direct  care  staff,  professionals,  and  legislators  about  the  needs  of  families 
and  the  importance  of  family  supports. 

1 1.  Conduct  research  on  the  implementation  and  effectiveness  of  family  supports. 

12.  Replicate  and  disseminate  information  about  innovative  family  support  models. 


See  Chapter  Four:  Conclusions  and  Recommendations. 
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The  Massachusetts  Developmental  Disabilities  Council  (MDDC)  awarded  a  grant 
to  Boston  University  School  of  Social  Work  to:  1)  analyze  the  extent  of  flexible  support 
services  in  Massachusetts  for  families  with  individuals  with  developmental  disabilities 
living  at  home;  2)  review  family  support  delivery  systems  in  other  states;  and  3)  make 
recommendations  for  utilization  and  potential  expansion  of  flexible  support  services  in 
Massachusetts.  This  study  defines  family  support  as:  services,  resources,  and  other 
types  of  assistance  to  enable  individuals  of  any  age  with  developmental  disabilities  to 
live  at  home  with  their  families  and  to  be  welcomed,  contributing  members  of  their  home 
communities.  This  definition  is  based  upon  concepts  of  family  support  articulated  by 
MDDC,  the  Massachusetts  Department  of  Mental  Retardation,  and  the  Human  Services 
Research  Institute. 

In  order  to  accomplish  the  study's  objectives,  the  following  research  activities 
were  undertaken  from  October  1997  through  June  1998:  interviews  with  family  support 
coordinators  or  other  knowledgeable  staff  in  seven  state  agencies;  review  of  state 
agencies'  family  support  data  and  materials;  a  literature  review  of  national  and  cross- 
state  data  regarding  innovative  family  support  models;  telephone  interviews  with  five 
selected  providers  of  innovative  family  support  services;  and  three  focus  groups  with 
families  caring  for  relatives  with  developmental  disabilities  living  at  home.  This  Final 
Report  summarizes  the  findings  of  this  study,  based  upon  the  various  research 
activities  conducted. 

Chapter  One  presents  the  findings  of  the  informant  interviews  with  state  agency 
officials  and  review  of  state  agency  documents.  This  chapter  includes  a  description  of 
the  research  methods  utilized,  a  summary  chart  describing  family  support  services 
across  the  agencies,  and  an  analysis  of  findings.  Chapter  Two  presents  individual 
profiles  of  the  five  innovative  family  support  models  selected  for  this  study,  as  well  as  a 
description  of  the  methodology  undertaken,  and  a  summary  of  key  innovative  features. 
The  results  of  the  three  focus  groups  convened  with  family  members  to  obtain  their 
perspectives  on  flexible  family  supports  are  described  in  Chapter  Three.  This  chapter 
presents  background  data  on  the  focus  group  sample,  and  summarizes  key  findings 
and  themes  which  emerged  from  the  focus  group  discussions.  Chapter  Four  presents 
final  conclusions  and  recommendations,  based  upon  a  review  and  synthesis  of  the 
findings  of  the  various  study  strands.  Supporting  materials  are  included  in  the 
Appendices.  In  addition,  this  study  prepared  a  review  of  literature  entitled,  "Review  of 
Literature  on  Flexible  Family  Supports  for  Families  Caring  for  Children  with 
Developmental  Disabilities"  submitted  to  MDDC  in  March  1998. 
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STATE  AGENCY  FAMILY  SUPPORTS 


Introduction 

Nine  state  agencies  were  contacted  in  October  1997  to  invite  them  to  participate 
in  our  research  on  flexible  family  supports:  Massachusetts  Commission  for  the  Blind 
(MCB),  Massachusetts  Department  of  Education  (DOE),  Massachusetts  Department  of 
Mental  Health  (DMH),  Massachusetts  Department  of  Mental  Retardation  (DMR), 
Massachusetts  Department  of  Public  Health  (DPH),  Massachusetts  Department  of 
Social  Services  (DSS),  Massachusetts  Division  of  Medical  Assistance  (DMA), 
Massachusetts  Executive  Office  of  Elder  Affairs  (EOEA),  and  the  Massachusetts 
Rehabilitation  Commission  (MRC).  These  specific  agencies  were  identified  in 
collaboration  with  project  staff  and  the  Massachusetts  Developmental  Disabilities 
Council  (MDDC)  prior  to  the  start  of  the  study.  The  goal  was  to  collect  data  from  each 
of  these  agencies  through  informant  interviews  and  review  of  agency  documents  about 
the  availability,  utilization,  and  funding  of  family  support  services  for  families  of  people 
with  developmental  disabilities  living  at  home. 

We  utilized  a  broad  definition  of  family  supports  based  upon  concepts  of  family 
support  articulated  by  Massachusetts  Developmental  Disabilities  Council,  the 
Massachusetts  Department  of  Mental  Retardation  and  research  by  the  Human  Services 
Research  Institute.  Our  definition  of  family  supports  was  provided  to  the  agencies: 

Family  supports  are  services,  resources,  and  other  types  of 
assistance  to  enable  individuals  of  any  age  with  developmental 
disabilities  to  live  at  home  with  their  families  and  to  be  welcomed, 
contributing  members  of  their  home  communities. 

A  letter  identifying  the  purpose  of  the  study  and  requesting  agency  participation 
was  sent  to  the  Commissioners  of  each  agency.  The  letter  also  requested  that  each 
agency  send  materials  including  budgetary  information,  mission  statement,  family 
support  guidelines,  types  of  support,  utilization  data  and  results  of  recent  research. 
Two  weeks  following  the  mailing,  research  project  staff  contacted  the  Commissioner's 
office  of  each  state  agency  to  request  participation  and  to  obtain  the  name  of  the 
person  within  the  agency  with  the  most  knowledge  of  family  supports.  Persons 
identified  by  the  Commissioner's  office  were  then  contacted  by  telephone  and  an 
interview  was  arranged  at  that  time.  These  informants  identified  the  specific  family 
support  program(s)  most  relevant  to  our  research. 

Seven  of  the  nine  agencies  contacted  agreed  to  participate  in  the  study.  The 
two  agencies  which  declined  to  participate,  the  Department  of  Mental  Health  and  the 
Department  of  Social  Services,  indicated  that  their  mandates  did  not  include  provision 


of  support  services  to  families  with  children  with  developmental  disabilities.  Follow-up 
calls  to  these  agencies  were  made  by  project  staff  to  clarify  that  our  study  also  sought 
information  on  generic  supports  and  services  which  might  indirectly  benefit  families  of 
children  with  developmental  disabilities.  However,  these  two  agencies  maintained  that 
their  services  were  not  relevant  to  our  inquiry.  They  did  provide  some  descriptive 
materials  about  the  overall  mission  of  their  agencies.  (See  Appendix  C,  Profile  of  the 
State  Agencies,  for  a  summary.) 

Data  Collection 

Research  staff  interviewed  each  state  agency  informant  in  person  or  by 
telephone.  (See  Appendix  A,  State  Agency  Interviews,  for  a  list  of  agency  staff  and 
date  of  interviews).  In  five  state  agencies  more  than  one  informant  was  interviewed. 
Interviews  in  person  were  audio-taped.  Only  two  interviews  were  conducted  by 
telephone.  Detailed  notes  were  taken  during  each  interview  by  research  staff.  Audio- 
tapes were  reviewed  and  a  summary  of  each  interview  was  written. 

A  question  guide  was  developed  by  researchers  based  on  a  literature  review  and 
research  goals  (see  Appendix  B,  Question  Areas  for  State  Agency  Interviews). 
Agency  officials  were  asked  to  respond  to  interview  questions  in  the  following  areas: 

Program  description  (type  of  supports,  family  support  guidelines,  goals  and 

eligibility  criteria) 

Utilization  (number  of  families  served,  demographic  profiles  of  consumers, 

waiting  list  information  and  unmet  needs) 

Flexibility  (extent  of  family  choice,  cultural  sensitivity,  extent  of  focus  on  family, 

availability  of  flexible  financial  assistance) 

Expenditures  (funds  allocated  by  program,  sources  of  funding) 

Administration  (organization  of  supports,  collaboration,  public-private 

partnerships) 
•         Research  (evaluation  of  implementation,  consumer  satisfaction,  outcome 

surveys  and  evaluation  of  flexibility  of  supports) 

Analysis:  Profiles  of  Family  Support 

Data  obtained  from  the  informant  interviews  and  the  written  materials  were 
reviewed  and  analyzed  by  project  researchers.  Materials  provided  by  each  agency 
varied  in  terms  of  scope  and  content.  These  materials  were  used,  where  possible,  to 
supplement  the  agency  interviews.  Based  on  these  data,  a  profile  describing  family 
supports  provided  by  each  state  agency  was  developed,  according  to  the  following 
content  areas: 

•  Program  Goals:  The  agency's  stated  goals  and  objectives  of  family  support 
services 

•  Types  of  Family  Supports:  The  programs,  services,  and  supports  offered  to 
families  by  the  state  agency 

•  Eligibility:  The  requirements  or  criteria  needed  to  participate  in  the  program 
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•  Application/Enrollment:  The  procedure  or  process  that  the  individual  or  family 
must  follow  to  participate  in  the  program 

•  Utilization:  The  most  recent  data  provided  by  the  state  agencies  on  the 
number  of  individuals  and  families  enrolled  in  and  receiving  the  programs, 
supports  and  services 

•  Waitlist:  The  number  and  status  of  individuals  and  families  waiting  for 
services  and  supports  (Note:  some  agencies  do  not  maintain  waitlist  data, 
although  there  may  be  individuals  and  families  who  are  in  need  of  those 
agencies'  services) 

•  Funding:  The  amount  of  money  allocated  to  specific  programs  and  the 
source(s)  of  that  money 

•  Interagency  Collaboration:  The  extent  to  which  a  state  agency  works  with 
other  state  agencies  or  private  entities  to  provide  family  supports.  This 
includes  collaborations  that  are  advisory  in  nature,  or,  which  provide  funding 
or  services. 

•  Flexibility  and  Family  Choice:  The  extent  families  are  given  opportunities  to 
design  and  choose  their  own  supports  to  meet  their  individualized  needs. 

•  Research:  Research  efforts  and  findings  conducted  by  state  agencies  or 
external  groups  to  evaluate  agency  supports,  outcomes  and  consumer 
satisfaction. 

Agency  Profiles 

Seven  profiles  were  developed  describing  the  status  of  family  supports  in  each 
state  agency.  See  Appendix  C  for  Profiles  of  the  State  Agencies. 

A  chart,  describing  each  state  agency's  family  supports  was  developed.  See 
Figure  1 ,  Summary  Chart  of  State  Agency  Family  Supports. 


FIGURE  ):  SUMMARY  CHART  Of  STATE  AGENCY  FAMILY  SUPPORTS 


'  m\& 


Department  ot 
Education 


Tm3 

Massachusetts 
Family  Network 


Community 
Partnership 
rollaboration 


./RVii-vvor 
program 


Provides  outreach  to 
all  families  to  link 
them  with  resources 
and  services  to 
prevent  problems 
and  prornotc  tamily 
well-being. 


A  collaboratipn  of 
public  and  private 
agencies  which 
provides  an 
integrated  system  of 
early  care  and 
education  services. 


Provides  services  and 
rcspurces  to  families 
caring  for  a 
dcvclopmcntally 
disabled  family 
member  at  home. 


■R7T 


No 


family  /Generic 


Family/ 
Generic 


Family/ 
Specialized 


TYPFS"  OF  51 IPPBRTS 


PP*.  Pjpy  Sroups 

hip  activities,  literacy 


I  Ionic  visits,  skill  training 

health  and  development 

scrccnir" 

leaden..., 

and  adult  education, 

transportation  and  funds  for 

crises. 

Early  care  and  cducalionslots, 
screening  and  referral,  qffcctivi 
parenting  classes,  drop  in 
centers  and  resource  centers 


n  loiniMTYrRrrrRiA 


Any  family  with  a  child  age  birth  through  three  is 
eligible 


clig 


A  child  between  ages  three  and  four  from  a 
working  family,  earning  less  than  100%  of 
median  income  is  eligible 


state 


Children  age  birth  to  22  mcclingthc  federal 
definition  of  developmental  disability  are  eligible. 
Those  older  than  age  22  must  have  a  diagnosis  of 
mental  retardation  as  defined  by  AArV)R-    Those 
wjthout  a  diagnosis  of  mental  retardation  arc 
eligible  only  if  they  have  received  supports  from 
DMR  prior  to  age  18  ^ 


MR  of — f  waitus-: 


I  J.000  families 
served;  16,000 
children  served 


Not  available' 


I  1,947  families 
— -;ive  family 
ports  from 
;  56%  of 
:  undei 


No 


Yes 


fflvF 


federal  dir! 
He 


Federal  and 
State 


AMOI^.T 


SHO.OWper 
site 


$60  million 


Department  of 

Mental 

Retardation 


Family  Support 
Program 


Respite,  flexible  funding, 
outreach  and  education,  tamily 
leadership  training  support 

§  roups  and  networking, 
rokeragc,  family  education  and 
training,  supports  anq  services 
for  community  participation, 
case  management  and  service 
coordination 


receive 

which  arc  under 
the  age  of  18. 


Yes,  1,75)  are 
on  the  waiting 
list  for  family 
supports. 


Federal  and 
State 


Provides  supports  to 
families,  caring  for  a 
child  with  special 
health  needs  to  assist 

fcKilaCCarC°f 


Provides  families 
with  services  and 
supports  to  enhance 
the  development  of 
their  child. 


Provides  families 
with  support  through 
parent-lo-parent 
networking  and 
education. 


TJo" 


No 


No 


Familv/ 
Specialized 


Family/ 
Specialized 


Family/ 
Specialized 


Special  Medical  fund,  respite 
case  management,  home  health 
care,  personal  care  attendants, 
training  and  education 


Speech  physical  and 
occupational  therapy,  case 
management,  screenings, 
information  and  referral 


Family  TIES,  leadership 
development,  networking, 
parent-to-parent  support, 
information  and  referral 


A  family  is  eligible  if  Ihcir  child  is  less  lhan  age 
22  and  has  a  special  health  care  need 


A  famijy  is  eligible  if  their  child  is  between  the 
ages  of  birth  through  three  and  has  a  disabling 
physical  or  mental  condition  or  has  a  delay  in 
development  or  if  four  or  more  risk  factors  are 
present  (e.g.,  low  birth  weight,  history  of 
domestic  violence  in  family,  lack  of  supports, 
parental  disability  or  chronic  illness). 

Any  parent  of  a  child  with  special  health  care 
needs  is  eligible. 


S22  million 


Department  of 
Public  Health 


Familv  and 
Community 
Supports 


Early 

Intervention 

Program 


Parent 
Initiatives 


865  children 
receive  case 
management 


1 7,247  children 


Not  available 


TTcT 


No 


No 


Federal  and 
State 


Federal  and 
State 


Federal  and 
State 


SI. 6  million 


$51.5  million 


Not  available 


SUMMARY  CHART  OF  STATE  AC.ENCV  FAMILY  SUPPORTS 


AGENCY 


M^ 


X>kAM 


DiMSion  ot 

Medical 

Assistance 


nl  Icalth 


Kailiegh 

Mulligan  Home 
Care 


Personal  Care 

Attendant 

Program 


Home  and 
Community 
Based  Waiver 
Program 


OVERVIEW  OF 
PROGRAM 


Provides  insurance 
coverage  to  eligible 
individuals. 


Supports  children 
with  chronic  and/or 
permanent  and 
severe  disabilities  at 
pome  tp  prevent 
institutionalization. 


Provides  eligible 
individuals  with 
home  health  care. 


Proyides  support  to 
eligible  individuals 
living  at  home  to 
prevent 
institutionalization. 


Provides  elders  with 
a  wide  array  of 
supports  to  help  them 
rnaintain 

independence  in  the 
community. 


TJo~ 


No 


No 


No 


7Jo~ 


EDV. 


Indi 


aTTHc 


Individ  _ 
Specialized 


llldlMdll.il 

Specialized 


Individual/ 
Specialized 


Individual  /  Generic 


TYPES  OF  SUPPORTS 


Insurance  coverage  for 
hospitalization,  prescriptions, 
eye  and  hearing  exams,  medical 
equipment,  personal  care 
attendants,  home  health  aides. 


.  pcrsor 
attendants,  ncalth  aides, 
prescription  and  medical 
equipment 


Home  health  aides, 
therapies 


nursing. 


Therapies,  personal  care 
attendants  prescription 
coverage,  MassHcalth,  medical 
equipment 


I.I.K.IIllLITY  CRITERIA 


Massachusetts  residents  between  the  ages  oT  18 
and  64    meeting  the  disability  criteria  under  the 
Social  Security  Act,  employed  for  a  minimum  of 
40  hours  per  rpppth,  who  have  purchased  the 
minimum  health  insurance  package  through  their 
employer  and  are  not  eligible  for  MassHcalth 
Standard  are  eligible.  Children  under  the  age  of 
18  arc  eligible  provided  that  they  are  totally  and 
permanently  disabled  and  do  not  meet  the 
MassHcalth  Standard. 


Children  under  the  age  of  18,  meeting  Title  XVI 
disability  standards  (or  were  receiving 
Supplemental  Security  Income  on  August  22, 
19%  and  continue  tp  meet  Title  XVI  disability 
standards  that  were  in  effect  prior  to  August  22, 
1996);  having  $2000  or  less  in  countable  assets, 
having  a  countable  income  amount  of  $60  or  less 
per  month:  (or  if  greater  thap  $60  per  month 
meet  a  deductible);  and  requiring  a  l?vel  of  care 
equivalent  tp  that  provided  in  a  Hospital  or  skilled 
pursing  facility  are  eligible    In  addition,  care  that 
is  provided  outside  oflne  institution  must  be 
appropriate  and  cost  less  than  the  estimated  cost 
paid  if  the  child  was  institutionalized. 


Individuals  are  eligible  if:  their  physician 
prescribes  personal  care  attendant  services;  their 
medical  condition  is  permanent  pr  chronic;  and, 
thev  require  physical  assistance  in,  activities  of 
ly  living  for  a  mji 


ninirrjup!  of  10  hpurs  per  week 
pr  a  combination  of  activities  of  dailyjiying  and 


...  iticsof  _,_ 
instrumental  activities  of  daily  living  for  a 
minimum  of  14  hours  per  week 


To  be  eligible  for  the  2176  Waiver,  individuals 
must  be  60  years  of  age  or  older  or  if  under  age 
65  be  permanently  ana  totally  disabled  according 
to  Title  XVI  standards,  require  supportive 
services  to  remain  out  of  an  institution,  and  meet 
financial  eligibility  standards.    Those  who  nave 
an  income  less  than  or  equal  to  1 00  percent  of  the 
Federal  Poverty  Level  apd  have  assets  of  $2  000 
or  less  are  financially  eligible.  Those  who  do  not 
meet  the  financial  eligibility  criteria  must  pay  a 
deductible  to  receive  supports  under  the  2176 
Waiver. 


^JUM. 

sit11 


OF 


S 


J,5'><>  members 
are  enrolled  - 
1,73?  arc 
children 


1 39  children 


3,3)5 
individuals 


9,037 

individuals  with 
MR/DD^ 


WAITLIST 


mm 


OF 


Not  available 


Not  available 


Not  available 


Not  available 


T5TaTT 


Federal  and 
State 


AMOUNT 


521  Million 


Federal  and 
State 


Federal  and 
State 


Federal  and 
state 


Not  available 


$55.9  Million 


$286  Million6 


S120  .Million 


Executive 
Office  of  Elder 
Affairs 


Home  Care 
Services 


Respite,  homemaker  services, 
chore  services,  social  day  care, 
transportation,  nutrition 
programs,  home  health  care, 
information  and  referral 


Anv  person  age  60  and  older,  with  a  functional 
impairment,  meeting  specific  financial  criteria 
and  having  one  or  more  critical  unmet  needs  is 
eligible. 


Not  j\ ailable 


No 


SUMMARY  CHART  OP  STATE  AGENCY  FAMILY  SUPPORTS 


AGENCY 


Massachusetts 

mm 


btfpdCc1>ifdren 
and  (heir 
Families 


emccs  to 
>eaf- 

llind/Multi- 
^ndicappcd 
ndividuals 


OVERVIEW  OF 
PROGRAM 


Provides  family 
supports  to  assist  the 
Family  caring  for  a 
child  with  blindness 


Seeks,  to  enhance  the 
individgals  lifestyle 
and  maintain 
independence  by 

Siroyiding  supports  to 
he  individual  at 
lome. 


Offer  supports  to 
promote  the 
independence  of 
ivjduals  with 


T7o~ 


No 


■Ro" 


No 


No 


Family/Specialized 


lihlni.hi.il 
Specialized 


Individual/ 
Specialized 


IYPISOI  SUPPORTS 


Case  management,  counseling, 
advocacy,  recreation,  respite, 
technical  assistance,  information 
and  referral 

Vocational,  social  rehabilitation, 
case  management,  respite, 
homcniakcrs.  home  visits, 
specialized  equipment 


ITT 


:  and  vchicli 

.   jtions,  int- 
refcrral,  counseling 


I  I  Killtll  II  Y(  Kill  KIA 


Persons  arc  eligible  if  they  arc  leg 
according  to  the  State  of  Massachi 


rding  to 

ace  II i 


ally  blind 
usctts  dcfipit 


niliiin 
services. 


and  age 1 4  or  younger.   For  purchased  ..  _ 

the  family's  income  must  be  200%  of  the  Federal 

Poverty  Level. 

Any  person  over  age  (4  is  eligible  if  s/he  is 

Mind  and  hearing  impaired,  deaf  or  other 
have  another  disability. 


Those  who  have  a  severe  physical  or  mental 
impairment  which  limits  their  ability  to  be 
independent  are  eligible.  Those  seeking 
modifications  must  also  meet  financial  criteria 


Those  w  nli  a  severe  physical  disability  and  a 
mobility  impairment,  who  do  not  receive  services 
Irom  l)MR  or  DMIJ.  and  are  age  18  or  plder  are 
eligible  for  personal  care  attendant  services 


Anyone  assigned  by  the  Transitional  Advisory 
Agency  is  eligible    Otherwise,  the  individual 
nust  have  a  mobility  impairment  and  a  severe 
|(y     I  hose  with  cognitive  or  ernotional 
..ilics  who  arc  not  receiving  services  from 
<.  or  DMH  arc  eligible    Consumers  are 
lly  between  16  and  22  years  of  age. 


MO  children" 


350  individuals 


TTT2 

individuals 


40  individuals 


45  individuals 


WAITLIST 


K»GPF 


TT7T 


No 


:  cdcral  and 
State 


Federal  and 
State 


mST' 

KoToob" 

(lomemaker  • 


530/JC., 
Professional 


wm' 


Massachusetts 
Rehabilitation 
Commission 


mni 


endent 
g  Centers 


a; 


modifications,  information  and 


31 


Assisted 

Supported 

Living 


rumine  22 
Program 


sabilitics. 


Supports  individuals 
with  disabilities  in 
need  of  case 
management 


Provides  supports  to 
individuals  turning 
22  with  the  gpal  oi 
rnaintaininglhcir 
independence  in  the 
community. 


Individual/ 
Specialized 


Individual/ 
Specialized 


Personal  care  attendants,  case 
management,  financial 
management 


Case  nianagement,  personal  care 
attendants.  Tinancial 
management 


Yes,  2  months 
to  2  years 

location  oTlLC 

individuals  are 

currently, 
waiting  for 
services 


No 


T7T7T7 
State 


State 


State 


1  and 


$1,586,000 


J29I.OO0 


1986,000 


1.  Family  support  goals  are  formal  statements  of  goals  regarding  the  support  of  families  caring  for  family  members  with  a  developmental  disability  living  at  home. 

2.  Specialized  supports  are  those  services  and  programs  specifically  targeted  to  individuals  with  disabilities.  Generic  supports  are  services  targeted  to  broader  groups  of  individuals,  some  of  whom  may  have  disabilities. 

3.  Note:  Some  agencies  do  not  maintain  waitlist  data  although  there  may  be  individuals  and  families  who  are  in  need  of  (hose  agencies  services. 

4.  "Not  Available"  signifies  that  agency  informants  were  unable  to  provide  the  requested  information  at  the  time  of  the  interview,  or  by  the  time  of  this  report 

5.&  6.    From  Smith,  G.A.,  &  Gettings,  R.M.  (1997).  Medicaid  home  and  community-based  waiver  services  and  supports  for  nconle  with  developmental  disabilities:  Trends  through  1997.    Virginia:  National  Association  of  State  Directors 
of  Developmental  Disabilities,  Inc. 


Key  Findings 

This  section  summarizes  some  of  the  key  issues  which  emerged  regarding 
flexible  family  supports  in  Massachusetts,  based  upon  analysis  of  the  informant 
interview  data  from  the  seven  state  agencies  profiled  in  this  Report  and  review  of 
documents  obtained  from  these  agencies. 

1 .  State  agencies  vary  widely  in  their  concepts,  definitions,  and  goals  of  family 
supports. 

While  some  agencies,  such  as  DMR  and  DPH,  view  supports  as  family-focused 
(addressing  the  needs  of  the  family  as  a  whole),  other  agencies,  such  as  DMA  and 
MRC,  define  their  supports  as  individual-focused  (supporting  only  the  needs  of  the 
family  member  with  a  disability).  Although  many  individual-focused  supports  (such  as 
home  health  care  or  adaptive  equipment)  may  also  indirectly  benefit  the  family  as  a 
whole,  agencies  which  provide  only  individual-focused  supports  do  not  view  the  family 
as  the  consumer  of  services  and  do  not  address  the  family's  overall  needs  and  well- 
being. 

There  is  also  variation  in  the  extent  to  which  agencies  deliver  specialized  versus 
generic  family  supports.  Specialized  supports  are  targeted  specifically  to  individuals 
with  disabilities  and  their  families  (  e.g.,  DMR's  supports  for  families  of  children  with 
mental  retardation,  or  DPH's  supports  to  families  of  children  with  special  health  care 
needs),  whereas  "generic"  supports  are  offered  to  a  broader  group  of  individuals,  some 
of  whom  may  have  disabilities  (e.g.,  EOEA's  home  care  services  for  elders,  DOE's 
family  network  resource  for  families  of  school-age  children). 

Overall,  agencies  lack  specific  goals  and  guidelines  for  the  delivery  of  family 
supports.  The  only  agency  which  clearly  and  formally  articulates  family  support 
guidelines  is  DMR.  In  DMR's  Family  Support  Guidelines  (1995),  guiding  principles, 
goals,  and  performance  objectives  for  family  support  services  are  established  as  well  as 
procedures  for  development  of  Family  Support  Plans.  Although  other  agencies  indicate 
that  they  provide  family  supports  (e.g.,  DPH  and  DOE),  the  specific  goals  and 
objectives  of  these  supports  are  not  formally  stated.  Moreover,  for  agencies  whose 
sole  mission  is  provision  of  individual  supports,  statement  of  family  support  goals  is  not 
viewed  as  relevant.  For  example,  since  the  focus  of  DMA  and  MRC  supports  are  on 
individuals  with  disabilities,  these  agencies  do  not  identify  family  support  goals. 

2.  Eligibility  for  family  support  services  varies  widely  across  state  agencies,  creating  a 
"patchwork"  system,  at  best,  for  families  seeking  supports. 

It  is  difficult  for  families  of  individuals  with  developmental  disabilities  to  access 
family  support  services  across  multiple  state  agencies,  because  services  are  limited  to 
the  populations  served  by  the  particular  agencies.  Agencies'  screening  criteria 
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generally  fall  into  three  categories  related  to  disability,  age,  and/or  income.  Disability 
criteria  may  include:  specific  disability  categories  (e.g.,  mental  retardation  or 
developmental  disability,  physical  disability  or  mobility  impairment);  functional  levels 
(e.g.,  limitations  in  ability  to  be  independent,  need  for  skilled  nursing  care);  and  levels  of 
disability  (e.g.,  severe  disabilities,  or  presence  of  specific  risk  factors).  Age  criteria 
involve  supports  which  may  be  available  only  for  families  of  children  (e.g.,  birth  to  three, 
or  under  age  22)  or  for  adults  with  disabilities  (e.g.,  over  age  18,  or  over  age  60).  In 
addition,  some  supports  have  income-based  criteria  relating  to  the  family  and/or  the 
individual  with  disabilities  (e.g.,  DMA's  Kaileigh  Mulligan  Home  Care,  or  DOE's 
Community  Partnership  Coalition).  In  order  to  utilize  supports  across  multiple  state 
agencies,  families  need  to  meet  the  varying  screening  criteria  for  the  different  sources 
of  support. 

Families  of  adults  with  developmental  disabilities  over  age  21  face  particular 
challenges  accessing  services,  given  agencies'  varying  eligibility  criteria.  For  example, 
DMR  does  not  serve  individuals  with  developmental  disabilities  over  age  22  unless  they 
received  DMR  services  prior  to  age  18,  or  have  mental  retardation.  (See  Appendix  E 
for  definitions  of  mental  retardation  and  developmental  disabilities.)  In  addition,  an 
adult  with  developmental  disabilities  cannot  be  served  by  the  MRC,  unless  s/he  has  a 
physical  disability  or  mobility  impairment. 

3.  None  of  the  agencies  in  this  study  collects  specific  utilization  data  on  the  number  of 
families  with  individuals  with  developmental  disabilities  receiving  family  supports  or 
services  provided. 

The  lack  of  agency  data  on  this  population  makes  it  difficult  to  assess  the  extent 
to  which  this  population  is  served  or  underserved.  DMR  appears  to  serve  the  largest 
number  of  families  of  individuals  with  developmental  disabilities,  although  the  exact 
numbers  cannot  be  obtained.  DMR  currently  provides  family  supports  to  1 1 ,947 
families.  Approximately  6,690  of  these  families  have  children  under  the  age  of  18  who 
have  developmental  disabilities  (a  diagnosis  of  developmental  disabilities  is  the  DMR 
eligibility  requirement  for  children  under  18).  However,  the  number  of  adults  with 
developmental  disabilities  whose  families  receive  DMR  supports  is  unknown  since,  as 
described  earlier,  the  eligibility  criteria  for  adults  served  by  DMR  require  a  diagnosis  of 
mental  retardation,  not  developmental  disabilities.  (Some  persons  with  mental 
retardation  may  not  meet  the  functional  definition  of  developmental  disabilities.) 

DPH  serves  families  of  children  with  special  health  care  needs,  disabling 
physical  or  mental  conditions,  or  delays  in  development.  DPH  estimates  that  865 
families  receive  case  management  services  and  17,247  children  are  enrolled  in  Early 
Intervention  Programs  which  offer  some  family  supports.    It  is  likely  that  a  significant 
proportion  of  these  children  who  receive  DPH  services  have  developmental  disabilities, 
although  specific  data  on  this  population  are  not  available. 
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4.  In  most  state  agencies  there  is  limited  flexibility  and  family  choice  in  supports  to 
families  caring  for  individuals  with  developmental  disabilities. 

In  the  case  of  most  agencies,  eligible  families  may  utilize  existing  supports  such 
as  respite,  parent  training,  home  health  care,  or  case  management  services.  Family 
choice  involves  deciding  whether  or  not  they  wish  to  make  use  of  these  existing 
services,  and  in  some  cases,  which  providers  to  use.  That  is,  families  can  choose  from 
the  existing  menu  of  supports,  but  they  cannot  design  the  menu  to  best  respond  to  their 
own  families'  needs. 

However,  some  agencies  are  attempting  to  offer  families  increased  flexibility  and 
involvement  in  planning  and  decision-making  about  family  supports.  The  most 
promising  efforts  have  been  undertaken  by  DMR  and  DPH  in  offering  flexible  funding 
options  for  families,  in  which  families  choose  and  purchase  supports  which  they  feel 
best  meet  their  family's  needs  or  they  receive  reimbursements  for  supports  and 
services  not  covered  by  other  existing  programs  and  insurance.  Based  on  a  survey  of 
DMR  supports,  it  is  estimated  that  43%  of  families  currently  utilize  flexible  funding. 
Some  of  the  most  flexible  family  support  programs  are  pilot  programs,  which  have  also 
involved  collaboration  with  multiple  state  agencies  and  family  advocacy  groups.  (See 
Chapter  2,  Innovative  Models  of  Family  Support,  in  this  report,  for  a  description  of  the 
flexible  family  supports  offered  by  the  Family  Partnerships  Program  and  the  DOE/DMR 
Initiative.) 

Three  agencies  (DMR,  DPH,  and  MCB)  indicate  that  they  involve  families  in 
developing  individualized  family  support  plans,  which  identify  families'  needs  and 
potential  sources  of  support.  There  are  no  specific  figures  available  regarding  the 
extent  to  which  this  planning  process  has  been  implemented  in  these  agencies. 
Findings  of  a  survey  of  DMR  family  supports  indicate  that  50%  of  the  family 
respondents  had  not  participated  in  the  development  of  a  Family  Support  Plan,  and  that 
20%  felt  that  they  rarely  experienced  opportunities  for  increased  control. 

DMR  also  offers  some  family-directed  projects,  in  which  families  are  actively 
involved  in  planning,  administering,  and  monitoring  family  supports.  However,  the 
availability  of  these  projects  varies  considerably  by  region  and  area,  and  there  are  no 
centralized  data  available  on  the  number  of  families  who  participate  in  these  projects. 

5.  There  is  little  information  available  on  the  extent  of  unmet  needs  for  family  support 
by  families  of  individuals  with  developmental  disabilities. 

The  only  agency  which  maintains  a  formal  waitlist  for  family  support  services  is 
DMR.  There  are  currently  1,731  families  waiting  for  DMR  family  supports,  373  of  whom 
are  also  on  waitlists  for  day  and/or  residential  services  for  their  child.  These  waitlist 
figures  do  not  include  "underserved"  families,  who  may  currently  receive  some  support 
services  (e.g.,  respite),  but  need  and  await  additional  types  of  family  support  (e.g., 
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training,  flexible  funding,  brokerage).  Moreover,  the  waitlist  figure  does  not  include 
families  who  may  need  supports,  but  are  not  currently  identified  by  or  connected  to  the 
formal  DMR  service  system. 

Although  agencies  (other  than  DMR)  do  not  formally  maintain  waitlists  for  family 
supports,  this  certainly  does  not  imply  that  the  support  needs  of  all  families  are  currently 
being  met  by  these  agencies.  Without  waitlist  data,  it  is  difficult  to  gauge  the  extent  of 
unserved,  underserved,  or  unidentified  families. 

Based  on  interviews  with  informants  in  the  seven  state  agencies,  officials  note 
that  the  greatest  unmet  needs  for  family  support  include  families:  from  minority  racial 
and  ethnic  groups;  with  elderly  caregivers;  with  single  parents;  with  young  adults  turning 
22;  with  individuals  with  significant  behavioral  problems  or  complex  medical  needs;  or 
individuals  with  the  "wrong  diagnosis"  who  do  not  fit  existing  eligibility  criteria. 

6.   The  majority  of  funding  for  family  supports  is  provided  by  state  revenues,  primarily 
through  DMR,  with  little  federal  financial  participation. 

DMR  clearly  is  the  driving  force  with  the  largest  allocation  of  funds  for  family 
support  services  in  Massachusetts  ($22  million  in  1997).  In  spite  of  increasing  family 
support  allocations  over  the  past  several  years,  DMR's  current  family  support  funds 
represent  less  than  3%  of  its  total  operating  budget.  This  proportion  of  family  support 
allocations  is  consistent  with  national  data  which  indicate  that  total  family  support 
spending  across  states  constituted  only  1.6%  of  the  national  budget  allocated  for 
persons  with  mental  retardation  and  other  disabilities  (Hemp,  Braddock,  Lakin,  &  Smith, 
1994). 

Although  most  family  support  funds  derive  from  state  revenues,  DMR  has  federal 
approval  under  Medicaid's  Home  and  Community  Based  Waiver  (HCBW)  to  bill  for 
family  supports.  However,  DMR  does  not  currently  do  so,  (with  the  exception  of  case 
management),  citing  administrative  difficulties  in  translating  its  flexible  individualized 
family  supports  into  reimbursable  HCBW  service  units. 

Many  agencies  cite  the  difficulty  in  providing  and  funding  flexible,  individualized 
supports,  due  to  financial,  legislative,  and  regulatory  requirements.  For  example,  DMR 
had  to  seek  legislative  approval  for  changes  in  agency  regulations  and  reporting 
mechanisms,  in  order  to  implement  a  flexible  cash  subsidy  program  which  allows 
families  to  directly  purchase  needed  family  supports.  Often,  there  is  a  host  of  paper 
work  required  of  families  to  document  and  justify  how  funds  are  utilized  in  order  to  be 
reimbursed.  Moreover,  different  funding  sources  may  require  different  types  of 
reporting  on  the  part  of  families  and  agencies. 

The  concept  of  family  cash  subsidies,  while  often  highly  popular  with  families  of 
children  with  disabilities  and  professionals,  is  often  difficult  for  agencies  to  "sell"  to  the 
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legislature  and  the  general  public,  because  of  concerns  about  potential  misuse  of  these 
funds  by  families.  Hence,  there  is  an  underlying  tension  between  empowering  families 
to  select  and  purchase  supports  which  best  meet  their  families'  needs,  yet  at  the  same 
time,  requiring  strict  accountability  regarding  how  these  public  funds  are  used.  State 
agencies  face  challenges  in  providing  flexible  cash  assistance  programs  which  promote 
family  choice  and  flexibility,  and  assure  public  accountability. 

7.  Fragmentation  of  family  supports  across  the  various  agencies  presents  a  significant 
barrier  to  the  delivery  of  flexible  family  supports. 

Across  the  various  state  agencies,  family  support  funding  streams  are  varied  and 
reflect  the  categorical  nature  of  many  of  the  programs  offered  (e.g.,  funding  for  the 
blind,  for  elders,  for  persons  with  physical  disabilities).  These  categorical  sources  of 
funding  (and  eligibility  criteria)  make  it  difficult  to  integrate  and  coordinate  supports 
across  the  agencies.  The  fragmentation  of  family  supports  creates  a  serious  risk  to 
individuals  and  families  of  falling  through  the  cracks  of  various  agencies'  service 
systems. 

However,  there  have  been  some  promising  efforts  undertaken  to  promote 
interagency  collaboration  in  an  effort  to  deliver  more  flexible  and  integrated  supports. 
Two  of  these  collaborative  efforts,  the  Family  Partnerships  Program  and  the  DMR/DOE 
Initiative,  involve  interagency  coordination  and  cost-sharing  by  DMR  and  other  state 
agencies  (see  descriptions  in  Chapter  Two,  Innovative  Models  of  Family  Support,  in  this 
report).  In  addition,  EOEA  established  the  CARDS  (Coordinated  Aging,  Rehabilitation, 
Disabilities  Services)  Project  to  provide  coordination  and  collaboration  between  the 
elder  service  system  and  disability  services. 

8.  Minimal  research  has  been  conducted  on  the  effectiveness  of  family  support 
services  across  the  various  agencies. 

Most  agencies  do  not  collect  data  on  the  extent  of  family  supports  provided  to 
families  or  on  the  effectiveness  or  outcomes  of  these  supports.  Some  agencies  collect 
minimal  reporting  data  on  consumer  satisfaction  with  services,  but  these  data  are 
typically  collected  at  the  local  program  level,  not  aggregated,  and  not  specific  to  family 
support  services.  There  is  no  evidence  that  these  minimal  data  sources  have  been 
utilized  to  inform  or  revise  agency  policies  or  practices.  Until  agencies  develop 
measures  of  effectiveness  and  assess  the  impacts  of  family  support  services,  it  will  be 
difficult  to  justify  increasing  budgetary  allotments  for  these  services. 

DMR  has  conducted  two  recent  independent  evaluations  of  its  family  supports, 
as  described  in  the  DMR  agency  profile  (See  Appendix  C) .  The  survey  findings  of  the 
evaluation  of  DMR  Family  Support  Guidelines  indicate  high  satisfaction  among  families 
with  the  flexibility  and  responsiveness  of  family  supports,  although  lower  levels  of 
satisfaction  with  the  adequacy  of  the  supports  received.  However,  the  generalizability 
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of  the  sample  of  family  respondents  is  limited,  given  the  low  response  rate  (407 
respondents,  23%  of  those  sampled).  In  the  other  evaluation  of  DMR  supports,  three 
pilot  projects  were  evaluated  in  which  the  strengths,  implications,  and  inequities  of  DMR 
family  supports  were  identified. 
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CHAPTER  TWO 


INNOVATIVE  MODELS  OF  FAMILY  SUPPOlf  1 


Introduction 

In  order  to  identify  innovative  models  of  family  support  for  this  project,  a  literature 
search  was  conducted  by  project  staff  (see  "Review  of  Literature  on  Flexible  Family 
Supports  for  Families  Caring  for  Children  with  Developmental  Disabilities",  submitted  to 
the  Massachusetts  Developmental  Disabilities  Council,  March  1998).  In  addition,  14 
national  information  sources  on  family-centered  delivery  models  were  contacted  for 
suggestions  of  innovative  program  models.  (See  Appendix  D,  List  of  Information 
Sources  on  Family-Centered  Delivery  Models).    A  program  was  considered  innovative 
if  it:  utilized  a  new  approach  to  provide  services  to  families  caring  for  a  family  member 
with  a  developmental  disability  (e.g.,  new  strategies  to  provide  supports);  provided 
services  in  a  creative  way  to  an  underserved  population  (e.g.,  older  caregivers);  used 
funding  sources  creatively  to  provide  supports  to  families  (e.g.,  Medicaid  Home  and 
Community  Based  Waiver);  or  was  comprehensive  in  the  provision  of  supports  (e.g.,  a 
state-wide  program). 

From  a  pool  of  22  recommended  innovative  models  of  family  support,  project 
staff  in  conjunction  with  the  Massachusetts  Developmental  Disabilities  Council  selected 
five  models  for  telephone  interviews  in  order  to  obtain  in-depth  information  about  their 
programs.  Two  of  the  selected  models  represent  comprehensive  family  support 
systems  in  other  states:  Michigan's  Family  Support  Program  and  Rhode  Island's 
CHOICES  Program.  Three  other  innovative  models  were  selected  within 
Massachusetts:  Family  Partnerships  Project  of  Central  Massachusetts;  the 
Massachusetts  Department  of  Education/Department  of  Mental  Retardation 
(DOE/DMR)  Initiative;  and  the  Kit  Clark  Senior  Services  Family  Support  Services 
Program. 

These  five  programs  were  contacted  by  research  staff  to  invite  them  to 
participate  in  our  research  and  to  determine  who  would  be  the  person  most 
knowledgeable  about  the  program.  All  identified  informants  were  mailed  a  letter 
outlining  the  purpose  of  the  research  and  requesting  materials  on  the  program  (e.g., 
utilization,  budgetary  information,  results  of  research,  program  brochures,  manuals). 

Research  staff  interviewed  each  informant  by  telephone,  using  an  interview 
guide  covering  the  following  information  areas:  types  of  supports  offered;  eligibility 
criteria;  administration  of  supports;  funding  sources;  evaluation  research;  innovative 
features;  flexibility  of  supports;  and  new  directions  or  challenges.  Interview  data  and 
program  materials  were  reviewed  and  analyzed  by  project  researchers.  Based  on 
these  data,  a  profile  describing  each  innovative  model  of  family  support  was  developed. 
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RHODE  ISLAND  CHOICES  PRCM3RAP 


Joseph  Gould,  Professional  Services  Coordinator 

Rhode  Island  Department  of  Mental  Health,  Retardation  and  Hospitals 

Interview  Date:  May  7,  1998 

Rhode  Island  was  selected  by  this  project  as  an  innovative  provider  of  family 
supports  because  of  its  extensive  use  of  the  Home  and  Community  Based  Waiver 
Program  (HCBW)  to  fund  supports  for  adults  with  developmental  disabilities.  In 
addition,  Rhode  Island  is  in  the  process  of  applying  for  a  demonstration  waiver  which 
will  develop  the  CHOICES  (Citizenship,  Health,  Opportunities,  Interdependence, 
Choices,  Environments,  Supports)  Program.  CHOICES  will  replace  the  existing  HCBW 
program  if  approved  by  the  Health  Care  Financing  Administration  (HCFA).  Although 
CHOICES  has  not  been  approved  yet,  components  of  the  program  have  already  been 
implemented.  This  profile  will  examine  the  CHOICES  program,  focusing  on 
components  that  have  already  been  integrated  into  the  HCBW  program  and  addressing 
components  expected  to  change  upon  HCFA  approval. 

What  is  the  mission  or  goal  of  CHOICES? 

CHOICES  was  designed  to  provide  flexible  services  to  meet  individual  needs  by 
ensuring  the  personal  voice  and  control  of  consumers  and  their  families  in  decision- 
making. The  goals  of  CHOICES  are  to  "increase  personal  voice  and  participation  in 
decision-making  and  choice;  provide  equitable,  accessible  and  quality  health  care 
options  for  people;  build/enhance  opportunities  for  people  to  experience  everyday  lives 
and  have  access  to  meaningful  community  membership;  structure  the  system  to  be 
more  accessible,  responsive,  equitable  and  understandable  to  people;  make  easily 
available  all  the  information  we  have  about  service  options  and  opportunities  so  that 
personal  voice  and  participation  in  decision  making  and  choice  are  REAL;  manage 
resources  more  equitably,  efficiently  and  effectively"  (CHOICES  Briefing  Paper,  no 
date,  p.  1). 

What  is  the  population  served  by  CHOICES? 

The  HCBW  program  provides  supports  to  adults  with  developmental  disabilities 
age  21  and  older,  living  independently,  with  families  or  in  group  homes.  Rhode  Island 
uses  the  federal  definition  of  developmental  disabilities  to  determine  eligibility  for  the 
HCBW  program.  (See  Appendix  E  for  this  definition.)  This  definition  will  continue  under 
CHOICES.  To  qualify  for  services  under  the  HCBW  program,  the  individual  must  be  at 
risk  for  out-of-home  placement.  Once  CHOICES  is  approved,  the  eligibility  criteria  for 
all  long  term  care  programs  will  be  consolidated  into  a  system  with  one  set  of  rules  for 
eligibility.  There  will  no  longer  be  the  criterion  of  "at  risk  for  out  of  home  placement." 


20 


What  types  of  supports  are  offered? 

Under  CHOICES  and  the  current  HCBW  system  in  Rhode  Island,  the  individual 
receives  what  he/she  needs  to  remain  at  home  and  to  prevent  institutionalization. 
There  is  a  wide  variety  of  supports  that  fall  into  three  categories:  family  supports 
(including  home  health  aides,  nursing,  respite,  vehicle  and  home  modification);  day 
programs  (including  supported  employment,  personalized  activities);  and  residential 
programs  (including  group  homes,  adult  foster  care,  and  apartments). 

The  CHOICES  program  is  unique  in  that  once  the  proposal  is  approved,  the 
state  will  make  it  a  policy  to  inform  all  consumers  the  amount  of  money  that  is  available 
to  them  individually.  The  amount  of  funding  will  be  determined  by  an  assessment  of  the 
category  of  support  needed  (e.g.,  family,  residential,  day)  and  an  assessment  using  the 
Personal  Capacities  Inventory  which  determines  the  person's  abilities,  need  for 
personal  care,  mobility  issues,  communication  needs,  supervision  and  direction  needs, 
medical  issues,  mental  and  emotional  health  needs,  decision-making  and  judgment, 
and  risk  and  safety  issues.  The  result  of  the  assessment  is  matched  to  one  of  four 
funding  levels  which  reflects  the  cost  of  supports  for  individuals  with  similar  profiles  of 
need  (Kahn,  1997).  The  consumer  can  then  determine  what  supports  he  wants  within 
that  specific  budget.    Currently,  Rhode  Island  does  not  provide  this  information  to  all 
consumers. 

Another  aspect  of  CHOICES  that  will  be  implemented  pending  approval  is  a 
health  care  component.  Currently,  Rhode  Island  has  a  fee-for-service  health  care 
system  provided  through  Medicaid.  Once  CHOICES  is  approved,  consumers  will  have 
the  option  of  selecting  their  health  care  coverage  from  the  existing  fee-for-service 
system  or  from  a  state  approved  Health  Maintenance  Organization  (HMO).  To  ensure 
quality  of  services,  Rhode  Island  will  create  the  Management  Services  Organization 
which,  under  CHOICES,  will  act  as  a  liaison  between  consumers  and  HMOs.  A  nurse 
who  is  familiar  with  the  long  term  care  agencies,  consumers  and  their  needs  will  act  as 
the  liaison.  The  nurse  will  also  provide  screening,  advocate  for  consumers,  monitor  the 
management  information  system  and  provide  clinical  functions. 

How  many  families  have  been  served? 

In  1997,  there  were  approximately  2,300  individuals  with  developmental 
disabilities  served  by  the  HCBW  program.  CHOICES  has  not  been  implemented  yet, 
so  no  families  have  been  served  by  CHOICES.  Consumers  receiving  supports  from  the 
Division  of  Developmental  Disabilities  will  continue  to  be  served  under  CHOICES. 

How  is  CHOICES  funded? 

The  funding  component  of  CHOICES  is  unique,  because  it  will  consolidate  all 
state  and  federal  funding  for  long  term  care  into  one  stream  of  funding  with  one  set  of 
rules  for  eligibility,  funding  level  determination,  authorization  and  review.     CHOICES 
will  be  funded  by  50%  state  dollars  and  50%  federal  dollars.  Currently  the  HCBW 
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program  is  funded  by  state  and  federal  dollars. 
How  is  CHOICES  administered? 

Currently,  the  disability  system  in  Rhode  Island  is  administered  by  the 
Department  of  Mental  Health,  Retardation  and  Hospitals  (MHRH)  and  the  Department 
of  Human  Services  (DHS).    Programs  and  services  fall  under  either  department. 
Under  CHOICES,  services  to  individuals  with  disabilities  will  be  consolidated.    MHRH 
will  administer  the  programmatic  pieces  of  CHOICES;  DHS  will  determine  financial 
eligibility. 

is  there  any  research  on  implementation  or  effectiveness  of  CHOICES? 

The  CHOICES  Proposal  has  an  evaluation  component  written  into  it.    An 
evaluation  plan  was  designed  to  address  service  quality,  service  network,  consumer 
choices,  service  cost  and  overall  program  quality. 

What  features  of  CHOICES  are  most  essential  in  providing  a  comprehensive  family 
support  system? 

Officials  cite  the  capacity  to  listen  as  an  important  feature  of  CHOICES.  Social 
workers  work  closely  with  consumers  and  their  families  as  liaisons  to  the  community. 
Social  workers  work  with  consumers,  listen  to  their  needs  and  help  them  access 
supports. 

The  Resource  Network  was  also  cited  by  officials  as  an  important  component  in 
a  comprehensive  family  support  system.  The  Resource  Network,  which  will  be 
developed  by  CHOICES,  is  a  network  of  individuals  and  families  who  have  had 
experience  arranging  resources  and  supports.  Those  in  the  Network  are  available  to 
work  with  individuals  with  disabilities  and  their  families  to  help  them  access  supports 
and  resources  (Kahn,  1997). 

Another  important  feature  in  providing  comprehensive  family  supports  is  the 
need  to  flexibly  respond  to  consumers'  requests.  Once  CHOICES  is  approved,  the 
state  will  inform  all  consumers  of  the  amount  of  money  allocated  to  them  when  they 
design  their  support  plan.  Supports  can  be  developed  within  that  budget  to  address  the 
individual  and  family  needs.  By  using  this  approach,  the  state  will  be  able  to  fund 
individualized  supports,  identified  by  consumers  as  most  needed. 

What  are  the  most  innovative  aspects  of  CHOICES? 

One  innovative  aspect  of  CHOICES  is  the  ability  of  the  state  to  direct  funds 
where  the  consumer  wants.  Informing  consumers  of  the  amount  of  money  allocated  to 
them  after  assessment  of  their  need  level,  and  then  empowering  them  to  make 
decisions  on  what  supports  they  want  was  seen  as  innovative  by  the  agency  informant. 
Another  innovative  component  of  CHOICES  is  the  statewide  Resource  Network  which 
will  support  the  consumer  and  the  family.  The  Resource  Network  will  "assist  consumers 
and  families  in  defining  future  goals  and  identifying  services  and  supports  to  reach 
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these  goals"  (Kahn,  1997,  no  page  number). 

Which  features  of  CHOICES  best  facilitate  flexibility  of  supports? 

The  capacity  of  the  individual  to  complete  his/her  own  service  plan  with  the 
assistance  of  staff  was  viewed  as  flexible  by  the  agency  official.  The  individual  is  able 
to  hire  and  pay  for  workers  to  provide  supports.  For  example,  a  person  can  hire  an 
individual  to  provide  personal  care  attendant  services. 

Does  CHOICES  collaborate  with  other  agencies  in  the  provision  of  family  supports? 

There  is  collaboration  among  agencies  to  provide  supports  to  individuals  and 
families.  The  state  does  not  try  to  recreate  generic  supports  but  will  work  with  private 
provider  agencies  and  existing  programs  to  provide  supports  to  the  individual  and 
family.  CHOICES,  once  approved,  will  enhance  collaboration  between  agencies,  the 
person  with  developmental  disabilities  and  the  family. 

How  important  is  the  use  of  the  Medicaid  Home  and  Community  Based  Waiver  funds  in 
this  family  support  model? 

The  HCBW  funds  have  enabled  Rhode  Island  to  provide  supports  to  individuals 
with  developmental  disabilities  and  their  families  without  maintaining  a  waiting  list.  The 
state  has  been  able  to  use  federal  funds  innovatively  to  provide  supports  to  the 
individual  and  family. 

Has  this  family  support  model  been  replicated  in  other  states? 

CHOICES  has  the  potential  for  replication  in  other  states  according  to  the 
agency  official.  CHOICES  is  a  "value-driven"  initiative.  Rhode  Island  values 
community-based  supports  and  has  no  institutions  for  the  developmental^  disabled. 
Any  state  wishing  to  replicate  the  CHOICES  Program  would  need  to  share  similar 
values  and  make  community  supports  a  priority. 

Does  CHOICES  face  new  directions,  challenges  or  changes? 

CHOICES  will  change  the  system  in  Rhode  Island  once  approved  by  HCFA  and 
implemented.  The  agency  official  noted  however,  that  CHOICES  is  an  evolutionary 
change.  CHOICES  will  enable  Rhode  Island  to  have  a  more  coherent,  formalized 
system  of  supports  for  persons  with  developmental  disabilities.  A  challenge  to  the 
system  will  occur  when  consumers  are  provided  with  increased  control  in  the  types  of 
supports  available  to  them.  The  system  will  be  challenged  to  respond  more  flexibly  to 
individuals  and  their  families. 
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MICHIGAN  FAMILY  SUPPORT  PROGRAM!* 


Sheri  Falvay,  Director  of  the  Office  of  Mental  Health  Services  to  Children  and  Families 
Michigan  Department  of  Community  Health 
Interview  Date:  May  5,  1998 

The  state  of  Michigan  has  been  widely  cited  in  the  literature  as  having  an 
innovative  system  of  family  supports.  Although  Michigan  has  no  family  support 
legislative  mandate,  Michigan  has  given  priority  to  supporting  families  who  care  for 
family  members  with  developmental  disabilities  and  has  been  able  to  provide 
comprehensive  supports  to  families  to  prevent  the  institutionalization  of  children  with 
developmental  disabilities. 

What  is  the  mission/goal  of  the  family  support  program  in  Michigan? 

Family  preservation  is  the  goal  of  family  supports.  Family  supports  are  driven  by 
the  philosophy  that  children  have  a  right  to  live  with  their  own  family  and  the  right  to 
have  emotional  attachments  and  permanency.  The  state  supports  the  child  to  be  with 
his/her  family.  If,  despite  an  effort  to  keep  the  child  at  home  with  his/her  family  the  child 
is  placed  out-of-home,  the  placement  is  viewed  as  temporary  and  an  agreement  is 
made  with  the  family  that  the  child  will  return  home.  Foster  care  is  used  for  temporary 
out-of-home  placements.  If  the  birth  family  is  unable  to  provide  long  term  care  to  the 
child,  the  family  must  release  the  child  for  adoption.  The  state  of  Michigan  does  not 
place  children  with  developmental  disabilities  in  institutional  placements  such  as 
nursing  homes,  state  facilities,  or  group  homes. 

What  is  the  population  served? 

Families  caring  for  a  family  member  (child  or  adult)  with  a  developmental 
disability,  as  defined  by  the  federal  definition,  are  eligible  for  supports.  (See  Appendix 
E  for  this  definition.)    An  adult  with  a  developmental  disability  can  live  with  his/her 
family  or  in  another  setting.  Support  to  persons  with  developmental  disabilities 
continues  throughout  the  life  span. 

What  types  of  supports  are  offered? 

All  supports  are  provided  by  local  Community  Mental  Health  Agencies.  Supports 
include:  respite;  service  coordination;  behavior  consultations  and  assistance  with 
behavior  plans;  mental  health  services;  training  for  the  family;  home  health  aides; 
personal  care  attendants;  and  a  family  support  subsidy.  Families  that  qualify  for  the 
Family  Support  Subsidy  Program  receive  $222.1 1  per  month.  Eligibility  criteria  for  the 
Family  Support  Subsidy  Program  is:  that  the  child  with  the  developmental  disability 
must  be  age  18  or  younger;  live  with  his/her  family;  the  family  must  have  a  yearly 
taxable  income  of  $60,000  or  less;  and  the  child  must  be  certified  as  severely  mentally 
impaired,  severely  multiply  impaired  or  autistic  by  the  public  school  district's 
Individualized  Education  Planning  Committee.  Community  Mental  Health  Agencies 
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may  offer  other  supports  in  addition  to  those  listed  above. 

Michigan  also  provides  supports  for  children  through  a  Home  and  Community 
Based  Waiver  Program  (Children's  Waiver).  To  be  eligible  for  services  under  the 
Children's  Waiver,  children  must:  have  a  developmental  disability;  be  age  18  or 
younger;  be  in  need  of  habilitation  services;  have  a  score  on  the  Global  Assessment  of 
Functioning  Scale  of  50  or  below;  live  with  their  families;  be  at  risk  of  placement  in  an 
Intermediate  Care  Facility  (ICF)  due  to  the  high  level  of  care  required  or  due  to  a  lack  of 
supports;  and  meet  Medicaid  income  requirements.  The  average  cost  of  care  provided 
by  the  HCBW  must  cost  less  than  care  provided  at  an  ICF.    In  addition,  their  physician 
must  be  willing  to  work  with  the  Planning  Team. 

How  may  families  have  been  served? 

Michigan  breaks  down  family  support  utilization  data  into  three  categories:  family 
support  services  (e.g.,  home  health  aide,  behavioral  consultation,  mental  health 
services);  respite;  and  the  Family  Support  Subsidy  Program.  In  1996,  1,754  families 
received  family  support  services,  5,156  families  received  respite,  and  4,640  received 
funding  from  the  Family  Support  Subsidy  Program.  The  majority  of  families  receiving 
supports  have  children  who  are  younger  than  age  18.  In  1996  there  were  270  families 
receiving  supports  from  the  Children's  Waiver  Program. 

How  are  family  supports  funded? 

The  Children's  Waiver  Program  is  funded  with  state  and  federal  dollars.  In  1996 
the  Children's  Waiver  Program  had  a  budget  of  $1 1  million.  The  Family  Support 
Subsidy  is  funded  entirely  through  state  funds.  In  1996  expenditures  for  the  Family 
Support  Subsidy  Program  was  $12,710,234.  Respite  and  family  support  services  are 
funded  by  the  state  and  local  counties.    In  1996  the  expenditure  for  respite  was 
$6,956,554;  the  expenditure  for  family  support  services  was  $6,853,258. 

How  are  family  supports  administered? 

Within  Michigan's  83  counties,  there  are  49  Community  Mental  Health  Agencies 
which  provide  family  supports  to  families  caring  for  family  members  with  developmental 
disabilities.    Local  counties  pay  1 0%  of  funding  for  family  supports;  90%  of  funds  come 
from  state  and  federal  sources.    Families  access  supports  by  applying  at  their  local 
Community  Mental  Health  Agency.  The  Office  of  Mental  Health  Services  to  Children 
and  Families  within  the  Department  of  Community  Health  is  responsible  for 
management  of  the  Children's  Waiver.  For  all  other  services  and  programs  the  Office 
of  Mental  Health  Services  to  Children  and  Families  provides  policy  direction,  training 
and  technical  assistance  to  Community  Mental  Health  Agencies. 

Is  there  any  research  on  implementation  or  effectiveness  of  family  supports? 

There  has  been  much  research  on  Michigan's  family  support  programs.  See  for 
example,  Taylor,  (1991);  Herman,  (1994);  Bradley  &  Agosta,  (1985);  Marcenko  & 
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Meyers,  (1994);  and  Shoultz,  O'Connor,  Hulgin  &  Newman,  (1994).    Research  has 
found  Michigan's  family  support  program  to  be  innovative  and  successful  in  preventing 
institutional  placement  of  children  with  developmental  disabilities.  Prior  research  has 
examined  aspects  of  the  Family  Support  Subsidy,  the  philosophy  of  permanency 
planning  and  the  availability  of  family  supports  in  Michigan. 

What  features  or  aspects  of  the  family  support  program  are  most  essential  in  providing 
a  comprehensive  family  support  system? 

Michigan  has  a  philosophy  that  children  have  a  right  to  live  with  their  own  family 
and  the  right  to  have  emotional  attachments  and  permanency.    Staff  are  trained  to 
deliver  strength-based  services  focusing  on  permanency  planning.  Supporting  families 
has  been  the  priority  of  the  state  and  resources  have  been  allocated  for  family 
preservation.  The  Family  Support  Subsidy  has  been  a  major  support  in  helping  families 
feel  recognized  for  the  care  they  provide  to  their  children.    The  Subsidy  enables 
families  to  pay  for  special  expenses  that  they  incur  when  caring  for  a  child  with  severe 
disabilities. 

What  are  the  most  innovative  aspects  of  the  family  support  program? 

The  philosophy  of  permanency  planning  within  the  public  mental  health  system  is 
an  innovative  aspect  of  the  family  support  system  in  Michigan.  Permanency  planning  is 
defined  as  "a  philosophy  that  endorses  each  child's  right  to  lasting  relationships.. .the 
thrust  is  to  find  a  permanent  home  for  every  child,  whether  in  a  natural,  adoptive  or 
foster  family"  (Taylor,  1991,  p.  22).    It  has  been  the  driving  factor  in  supporting  families 
who  care  for  their  family  members  at  home  and  has  prevented  out-of-home  institutional 
placement  for  children  with  developmental  disabilities.  Michigan  has  implemented 
innovative  strategies  to  prevent  children  from  permanent  out-of-home  placement  in 
institutions  by  immediately  becoming  involved  when  a  family  requests  permanent 
placement  of  their  child  out-of-home.  The  Department  of  Community  Health  is 
consulted  whenever  approval  for  nursing  home  placement  is  sought  for  a  child  with  a 
developmental  disability.  The  Department  has  permanency  planning  staff  that  work 
with  Community  Mental  Health  Agencies  to  assist  in  identifying  resources  for  the  family 
to  prevent  the  placement  of  the  child  in  the  nursing  home.  The  Department  of 
Community  Health  also  acts  as  the  gatekeeper  for  state  facilities.  Permanency 
Planning  staff  must  be  involved  in  any  admission  request  to  a  state  facility.  By  using 
these  strategies,  the  state  has  been  able  to  keep  children  with  developmental 
disabilities  out  of  institutions. 

Another  strategy  used  to  support  families  is  the  work  of  a  consultant  hired  by  the 
Department  of  Community  Health  who  negotiates  with  private  insurance  companies  to 
pay  for  expenses  related  to  the  care  of  children  with  developmental  disabilities. 
Negotiations  between  this  individual  and  insurance  companies  have  provided 
approximately  $10  million  in  benefits  annually  to  families  caring  for  family  members  with 
developmental  disabilities  at  home. 
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Which  features  of  the  family  support  program  best  facilitate  flexibility  of  supports? 

The  Family  Support  Subsidy  is  the  most  flexible  component  of  the  family  support 
system.  The  Subsidy  can  be  used  flexibly  by  the  family  to  pay  for  any  expense  related 
to  the  care  of  a  child  with  a  severe  disability. 

Does  the  family  support  program  collaborate  with  other  agencies  in  the  provision  of 
family  supports? 

The  Department  of  Community  Health  collaborates  with  Maternal  and  Child 
Health  Agencies  to  fund  supports  for  specific  medical  conditions.  Some  children  with 
special  health  care  needs  receive  services  through  Maternal  and  Child  Health 
Agencies.  The  Department  of  Community  Health  also  collaborates  with  the  Child 
Welfare  Agency  on  programs  and  services  provided  by  them. 

How  important  are  the  Medicaid  Home  and  Community  Based  Waiver  funds  in  this 
family  support  model? 

The  HCBW  funds  are  very  important  in  providing  supports  to  children  with  severe 
disabilities.  The  Children's  Waiver  facilitates  intense  resources  to  enable  families  to 
care  for  their  children  at  home.  In  addition,  the  children  receiving  supports  from  the 
HCBW  are  also  eligible  for  Medicaid. 

Has  this  family  support  model  been  replicated  in  other  states? 

Although  other  states  have  a  family  support  subsidy  and  use  the  HCBW  funds  to 
provide  supports,  officials  in  Michigan  are  not  aware  of  any  other  state  that  has  a 
permanency  planning  philosophy.    Replication  of  Michigan's  system  requires  that 
states  prevent  placement  of  persons  with  developmental  disabilities  in  institutions. 
States  would  have  to  direct  resources  to  the  care  of  children  and  adults  with 
developmental  disabilities  within  the  community. 

Does  the  family  support  program  face  new  directions,  challenges  or  changes? 

The  public  mental  health  system  in  Michigan  is  moving  to  a  managed  care 
model.  Currently  funds  are  categorically  designated.  For  example,  a  specific  amount 
of  funding  goes  to  children  with  developmental  disabilities.  Under  a  managed  care 
system,  capitated  funding  will  go  to  each  Community  Mental  Health  Agency  based  on  a 
per  member,  per  month  amount.  Community  Mental  Health  Agencies  will  nave  the 
authority  to  determine  how  best  to  spend  the  allotted  amount  of  funding.  Although  a 
managed  care  model  will  have  an  opportunity  to  be  more  flexible  in  funding  services, 
there  will  no  longer  be  protection  to  certain  groups  of  people  that  was  ensured  by 
categorically  designated  funding.  However,  both  the  Children's  Waiver  and  the  Family 
Support  Subsidy  will  remain  outside  the  capitated  system. 
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FAMILY  PARTNERSHIPS  PROJECT  OF  CENTRAL  MASSACHUSETTS 


Patricia  Luce,  Project  Director 
Interview  Date  May  6,  1 998 

The  Family  Partnerships  Project  of  Central  Massachusetts  has  been  successful 
linking  families  who  are  caring  for  children  with  complex  health  care  needs  to  supports 
within  the  community.  Family  Partnerships  was  selected  as  an  innovative  model  of 
family  support  by  project  staff  because  it  creatively  links  supports  to  families  using  a 
family-driven  planning  process. 

What  is  the  mission  of  Family  Partnerships? 

The  mission  of  Family  Partnerships  is  to  work  to  create  awareness  of  the  positive 
changes  of  children  with  severe  physical  and  cognitive  challenges  while  respecting  the 
rights  of  the  family.  Family  Partnerships  seeks  to  preserve  the  family  by:  preventing 
out-of-home  placement;  preventing  segregation  and  isolation  of  the  family;  establishing 
a  network  of  support  that  responds  to  the  struggles  and  dreams  of  families;  protecting 
and  preserving  rights  of  children  and  families  using  a  person-centered  approach; 
creating  opportunities  for  friendship  and  community  involvement;  and  promoting 
awareness  and  community  involvement. 

What  is  the  population  served  by  Family  Partnerships? 

Families  who  have  children  age  18  and  younger  with  multiple  physical  and 
cognitive  needs,  who  are  clients  of  DMR,  are  at  risk  for  out-of-home  placement,  at  risk 
for  loss  of  support  and  live  at  home  with  at  least  one  parent  who  is/are  motivated  to 
ensure  a  fulfilling  life  for  their  child  are  eligible  to  participate  in  Family  Partnerships. 
The  key  to  Family  Partnerships  is  to  preserve  the  family  and  prevent  the  separation  of 
the  child  from  the  family. 

What  types  of  supports  are  offered  by  Family  Partnerships? 

Family  Partnerships  has  created  a  family-driven  planning  process  where  the 
family,  working  with  the  Project  Director,  identifies  needed  supports  that  will  ensure  that 
their  child  can  live  at  home.  Family  Partnerships  creates  linkages  within  the 
community  to  connect  the  family  to  a  variety  of  supports  such  as  behavior 
consultations,  bereavement  support,  support  to  teenagers,  nursing,  case  management 
and  educational  consultations.    Family  Partnerships  does  not  provide  direct  supports, 
but  rather,  assists  the  family  in  navigating  the  system  of  supports  available  from 
provider  agencies,  state  agencies  and  within  the  community.  There  is  some  flexible 
funding  available  from  Family  Partnerships  to  meet  the  family's  short  term  needs  while 
the  Project  Director  works  with  other  agencies  (e.g.,  DMR,  DPH)  to  provide  long  term 
funding.  Funding  is  based  only  on  the  family-driven  plan.  Family  Partnerships  also 
assists  the  family  in  networking  with  other  families  and  the  community. 

Health  care  plan  consultations  are  also  offered  by  Family  Partnerships.  The 
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Project  Director  at  Family  Partnerships  works  with  the  family  physician  to  develop  a 
health  care  plan  for  the  child  that  is  based  on  viewing  the  child  as  a  person.  In  addition, 
an  effort  is  made  to  use  language  in  laymen's  terms  so  that  the  family  can  understand 
the  health  care  issues  involved  with  their  child.  Schools  have  found  the  health  care 
plans  very  helpful. 

Another  type  of  support  offered  through  the  Family  Partnerships  Project  of 
Central  Massachusetts  is  the  Scottie  Luce  Coalition.  This  is  a  coalition  of  families 
working  together,  in  which  families  volunteer  their  time  and  talents  to  help  other 
families.  Families  may  provide  respite  to  each  other,  donate  goods  and  services,  work 
together  to  build  ramps  and  other  home  modifications.  The  Scottie  Luce  Coalition  also 
sponsors  state-wide  seminars  and  conferences. 

How  many  families  have  been  served? 

Approximately  28  families  have  been  served  by  the  Family  Partnerships  Project 
of  Central  Massachusetts.  All  28  families  have  been  able  to  keep  their  children  out  of 
an  institution  because  of  supports  provided  by  Family  Partnerships. 

How  is  Family  Partnerships  funded? 

The  Department  of  Mental  Retardation  provides  funding  for  the  Family 
Partnerships  Project.  In  1997  the  budget  of  Family  Partnerships  was  $54,800.  The 
Project  also  receives  private  contributions  and  donations. 

How  is  Family  Partnerships  administered? 

Families  are  referred  for  services  by  physicians,  the  Department  of  Mental 
Retardation  service  coordinators,  and  by  the  Department  of  Public  Health.  Services  do 
not  duplicate  supports  provided  by  the  Department  of  Mental  Retardation  or  other  state 
agencies.  Upon  referral,  the  Project  Director  works  with  the  family  to  develop  a  family- 
driven  plan  which  identifies  the  strengths  of  the  family  and  their  child  and  the  types  of 
supports  needed.  The  Project  Director  presents  the  family-driven  plan  to  an 
interagency  meeting  with  representatives  from  the  Massachusetts  Commission  for  the 
Blind,  the  Department  of  Public  Health  and  the  Department  of  Mental  Retardation  to  link 
families  to  available  resources.  Families  are  linked  with  generic  supports,  state- 
administered  supports  and  insurance  funding. 

Is  there  any  research  on  the  implementation  or  effectiveness  of  family  supports? 

An  outside  evaluation  was  conducted  by  L'lnstitut  Roeher  Institute  when  Family 
Partnerships  was  in  its  pilot  phase.  Refer  to  the  Department  of  Mental  Retardation 
Profile  in  Appendix  C,  of  this  report  for  a  summary  of  this  research. 

What  are  the  most  innovative  aspects  of  Family  Partnerships? 

Family  Partnerships  was  created  by  families  from  the  ground  up.  The  Project 
works  in  collaboration  with  the  family,  community  and  other  agencies  to  provide 
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comprehensive  supports  which  meet  the  family's  needs  identified  by  the  family-driven 
planning  process.  The  Partnership  provides  supports  which  are  family-directed,  family- 
centered  and  family-focused. 

Which  features  of  Family  Partnerships  best  facilitate  flexibility  of  family  supports? 

Family  Partnership  facilitates  flexibility  of  family  supports  through  its  family-driven 
planning  process.    The  planning  process  is  family-centered  and  individualized.  Family 
Partnerships  focuses  on  the  family's  competencies  and  the  competencies  of  the  child. 
Families  have  total  control  in  determining  their  needs.  Family  Partnerships  makes 
every  effort  to  find  resources  to  meet  those  needs. 

Does  this  program  collaborate  with  other  agencies  in  the  provision  of  family  supports? 

Family  Partnerships  works  with  physicians  at  the  University  of  Massachusetts 
Medical  Center  and  Children's  Hospital.  Staff  educate  physicians  on  how  to  access 
supports  for  families  so  that  families  may  care  for  their  children  at  home.    Family 
Partnerships  also  collaborates  with  the  community  and  provider  agencies  to  access 
family  supports.  The  Partnership  will  work  with  existing  community  resources  to  meet 
the  needs  of  the  family.  For  example,  one  family  needed  a  ramp  built  to  provide  access 
for  the  child.  Home  Depot  donated  the  supplies  and  people  from  the  community 
worked  together  to  build  the  ramp. 

Has  this  family  support  model  been  replicated  in  other  sites?  - 

The  Family  Partnerships  Project  is  evolving  in  each  region  in  Massachusetts. 
The  evolution  of  the  project  is  based  on  the  successes  of  the  Central  Region  Project. 
Each  region  is  currently  in  different  phases  of  evolution. 

Does  Family  Partnerships  currently  face  new  directions,  changes  or  challenges? 

A  new  addition  to  the  supports  offered  by  Family  Partnerships  will  be  a  family- 
directed  nursing  component.  Nursing  will  not  be  based  on  the  medical  model  but  based 
on  a  theory  that  children  with  complex  medical  problems  are  humans  deserving 
respect.  The  nursing  component  will  be  administered  by  the  Shriver  Clinical  Services 
Corporation,  a  DMR  provider  agency.    Family  members  from  Family  Partnerships  will 
sit  on  the  governing  board  for  the  nursing  component  and  will  coordinate  nursing 
services. 
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KIT  CLARK  SENIOR  SERVICES  FAMILY  SUPPORT  SERVICES  PROGRAM 


Maggie  Nygren,  Director 

Kit  Clark  Senior  Services,  Dorchester,  MA 

Interview  Date:  April  15,  1998 

Kit  Clark  Senior  Services  is  a  multi-service  agency  providing  nutrition  programs, 
transportation,  home  repair,  visiting  nurses,  outreach,  mental  health,  alcohol  counseling 
and  adult  day  health  to  any  older  adult  living  in  the  community.  Kit  Clark  Senior 
Services  also  provides  the  Family  Support  Services  Program,  which  offers  family 
supports  to  older  adults  with  mental  retardation  and  their  families  and  caregivers.    The 
Family  Support  Services  Program  was  selected  as  an  innovative  model  by  project  staff 
because  of  its  success  in  integrating  two  distinct  delivery  systems:  the  elder  system 
and  the  mental  retardation  system.  The  Program  is  unique  in  its  delivery  and  provision 
of  family  supports  to  older  individuals  and  their  families. 

What  is  the  mission  of  the  Family  Support  Services  Program? 

The  mission  of  the  Family  Support  Services  Program  is  to  "enable  older  adults  to 
maintain  themselves  with  dignity  in  the  community  as  long  as  practicable"  (Kit  Clark 
Senior  Services,  no  date).  The  Family  Support  Services  Program  has  two  goals:  first, 
"to  assist  older  adults  with  mental  retardation  and  their  families  to  remain  in  the 
community",  and  second,  "to  increase  the  quality  of  life  of  older  individuals  with  mental 
retardation  and  their  families"  (Kit  Clark  Senior  Services,  no  date). 

The  Family  Support  Services  Program  "enables  older  people  with  mental 
retardation  to  live  fully  in  the  community,  provides  access  to  services  and  supports  for 
individuals,  caregivers,  and  families;  plans  for  the  present  and  long  term  needs  of 
individuals,  caregivers,  and  families;  supports  decision  making  and  the  quality  of  life  for 
individuals  and  families;  utilizes  the  elder  services  system,  the  mental  retardation 
system,  and  the  community  to  support  individuals  and  families"  (Kit  Clark  Senior 
Services,  no  date). 

What  is  the  population  served? 

The  Family  Support  Services  Program  provides  family  supports  to  individuals 
and  families  provided  that  there  is  at  least  one  person  within  the  family  who  is  age  60 
and  older  and  that  there  is  one  person  within  the  family  who  has  mental  retardation. 
Examples  of  families  who  are  eligible  include  grandparents  caring  for  grandchildren  with 
mental  retardation,  elderly  parents  caring  for  sons  or  daughters  with  mental  retardation, 
or  elderly  persons  with  mental  retardation.  Individuals  and  families  are  referred  to  the 
Program  by  the  Massachusetts  Department  of  Mental  Retardation  (DMR). 

What  types  of  supports  are  offered? 

The  Family  Support  Services  Program  provides  a  "cash  and  counseling  model" 
of  supports.  Families  receive  cash  stipends  which  they  can  use  flexibly.  In  the  past 
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families  have  used  their  stipends  to  purchase  respite,  durable  goods,  and  items  such  as 
answering  machines,  microwaves,  mattresses,  and  clothing.  Families  have  also  used 
the  stipend  to  pay  for  rent  and  utility  bills.  The  Program  provides  case  management, 
brokerage  to  navigate  the  mental  retardation  system  and  the  elder  system,  training  for 
the  caregiver,  and  home  visits.  The  Family  Support  Guidelines  established  by  DMR 
have  been  implemented  by  the  Family  Support  Services  Program. 

How  many  families  have  been  served? 

Fifty  families  were  served  in  1997  by  the  Family  Support  Services  Program. 

How  is  the  program  funded? 

The  Family  Support  Services  Program  received  $200,000  in  1997  from  DMR  to 
provide  family  supports. 

How  is  the  program  administered? 

The  Family  Support  Services  Program  is  administered  by  Kit  Clark  Senior 
Services.  The  Program  is  funded  completely  by  DMR.  Families  are  referred  to  the 
Family  Support  Services  Program  by  DMR.  Within  two  weeks  of  the  referral,  the  family 
is  assessed  by  Family  Support  Services  Program  staff. 

Is  there  any  research  on  the  implementation  or  effectiveness  of  supports? 

The  staff  of  the  Family  Support  Services  Program  conduct  annual  satisfaction 
surveys  of  the  families  that  are  served  by  the  program.  The  survey  addresses  issues  of 
control  in  choosing  the  types  of  supports  received,  level  of  community  participation  as  a 
result  of  supports,  quality  of  services  received,  responsiveness  of  supports  to  the 
family's  changing  needs,  amount  of  personal  growth  as  a  result  of  supports  and 
suggestions  for  improvement  of  supports.  Results  for  1996  and  1997  were  positive. 
Respondents  for  both  years  indicated  that  the  program  was  responsive,  provided 
control,  improved  community  participation,  and  encouraged  personal  growth. 

What  are  the  most  innovative  aspects  of  the  Family  Support  Services  Program? 

The  Family  Support  Services  Program  is  the  first  program  in  Massachusetts  that 
has  integrated  the  elder  system  and  the  mental  retardation  system.  Supports  offered 
through  the  Program  have  been  designed  to  meet  the  unique  needs  of  aging  persons 
with  mental  retardation  and  aging  families  caring  for  family  members  with  mental 
retardation.  Because  the  program  began  with  a  philosophy  of  client  self-determination, 
the  Family  Support  Services  Program  has  been  responsive  to  families'  changing  needs. 
Supports  have  been  family-directed  and  family-focused. 

Which  features  or  aspects  of  the  program  best  facilitate  flexibility  of  supports? 

The  Family  Support  Services  Program  staff  have  small  caseloads  which  have 
enabled  them  to  work  closely  with  families  and  provide  each  family  with  individual 
attention.  The  caseload  size  is  20  clients  per  staff  person.  Small  caseloads  have 
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increased  staff  responsiveness  to  the  needs  of  families  and  have  facilitated  consumer- 
directed  supports. 

Does  the  Family  Support  Services  Program  collaborate  with  other  agencies  in  the 
provision  of  supports? 

The  Family  Support  Services  Program  has  been  involved  in  a  number  of  ongoing 
collaborations.  The  staff  of  the  Program  meet  quarterly  with  family  support  providers  in 
Boston  to  network  and  problem  solve.  The  third  annual  conference  on  aging  and 
mental  retardation  is  currently  being  planned  by  the  Program  to  train  professionals  on 
issues  of  providing  "best  practice"  to  aging  families.  The  Family  Support  Services 
Program  collaborates  with  providers  by  holding  case  conferences  on  families  who  have 
more  than  one  vendor  involved  in  providing  family  supports. 

Has  this  family  support  model  been  replicated  in  other  sites? 

There  has  been  no  replication  of  the  Family  Support  Services  Program.  There 
are  two  other  programs  in  Boston  which  provide  generic  family  supports  to  older 
individuals  with  mental  retardation  and  their  families.  However,  the  supports  provided 
by  those  programs  have  not  integrated  the  elder  services  system  and  the  mental 
retardation  system. 

Does  this  program  currently  face  new  directions,  challenges  or  changes? 

The  Family  Support  Services  Program  is  currently  working  with  DMR  to  integrate 
adults  with  mental  retardation  and  dementia  into  Kit  Clark  Senior  Services'  memory  loss 
adult  day  health  program.  Kit  Clark  Senior  Services  administers  four  adult  day  health 
programs  which  already  serve  elderly  with  mental  retardation  in  regular  programs. 
Because  there  has  been  an  increase  in  the  number  of  middle  age  adults  who  have 
dementia  and  Down  Syndrome  or  mental  retardation,  the  Family  Support  Services 
Program  has  been  negotiating  with  the  DMR  to  provide  a  continuum  of  supports  within 
the  memory  loss  adult  day  health  program  for  individuals  with  mental  retardation  and 
dementia. 

References 

Kit  Clark  Senior  Services  (1997)  1997  annual  satisfaction  survey.  Dorchester,  MA: 

Author. 
Kit  Clark  Senior  Services  (1996)  Annual  satisfaction  survey  report.  Dorchester,  MA: 

Author. 
Kit  Clark  Senior  Services  (no  date)  Family  support  services  at  Kit  Clark  Senior 

Services.  [Brochure].  Dorchester,  MA:  Author. 


35 


^^^^^^w 


iiiMMiiiiimni  j ,. ....... .7 


MASSACHUSETTS  DEPARTMENT  OF  EDUCATION  AND  THE  DEPARTMENT 
OF  MENTAL  RETARDATION  INITIATIVE  (DOE/DMR  INITIATIVE) 


Sarah  Davidon,  Project  Manager  for  Family  Support 
Massachusetts  Department  of  Mental  Retardation 
Interview  Date:  April  21 ,1998 

The  DOE/DMR  Initiative  is  a  project  developed  in  collaboration  with  the 
Massachusetts  Department  of  Mental  Retardation  (DMR)  and  the  Massachusetts 
Department  of  Education  (DOE)  which  provides  flexible  family  supports  to  families 
caring  for  children  with  mental  retardation  who  are  at  risk  of  residential  school 
placement.  This  Initiative  also  supports  families  who  have  children  with  mental 
retardation  at  residential  schools  and  want  to  bring  their  children  home. 

What  is  the  mission  of  the  DOE/DMR  Initiative? 

The  mission  of  the  DOE/DMR  Initiative  is  to  support  families  in  the  transition  of 
their  children  with  mental  retardation  from  a  residential  placement  to  the  home 
community.  The  Initiative  provides  families  with  an  alternative  to  placing  their  children  in 
a  restrictive  setting  by  providing  an  array  of  supports  to  give  families  alternatives  to  out- 
of-home  placement. 

What  is  the  population  served? 

Students  with  mental  retardation  and  their  families  are  served  by  the  DOE/DMR 
Initiative.  Children  must  be  at  risk  for  out-of-home  placement.  Families  with  children 
between  the  ages  of  12  and  16  are  provided  supports  to  prevent  out-of-home 
placement.  Young  adults  with  mental  retardation  between  the  ages  of  16  and  22  are 
provided  supports  so  that  they  may  return  from  a  residential  setting  to  their  home 
community. 

What  types  of  supports  are  offered? 

The  DOE/DMR  Initiative  offers  families  flexible  family  supports  based  on  their 
needs.  The  Initiative  follows  DMR's  Family  Support  Guidelines.  Families  have  access 
to  stipends,  traditional  and  non-traditional  supports.  A  service  coordinator  from  the 
DMR  area  agency  works  with  the  family  to  identify  needs  and  sets  up  supports  either 
directly  through  the  agency  or  through  a  DMR  vendor. 

How  many  families  have  been  served? 

In  1997,  36  students  who  were  living  at  residential  schools  were  brought  home  to 
live  in  their  community  with  their  families  and  122  children  were  provided  supports  to 
prevent  out-of-home  placement. 

How  is  the  program  funded? 

The  DOE/DMR  Initiative  is  funded  by  state  funds  allocated  to  DOE.  DOE 
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provides  funding  for  residential  school  placements  in  Massachusetts.    However, 
through  the  DOE/DMR  Initiative,  DOE  provides  DMR  with  50%  of  the  cost  of  residential 
school  placement,  for  children  with  mental  retardation  returning  home  from  residential 
schools  or  seeking  placement  in  a  residential  school  setting,  to  pay  for  community 
based  supports.  DMR  receives  this  funding  from  DOE  to  provide  flexible  family 
supports  to  families  in  lieu  of  placement.  Expenditures  for  the  Initiative  in  1997  were 
$3,950,000.    For  fiscal  year  1 998,  the  average  expenditure  for  prevention  of  out-of- 
home  placement  is  projected  to  be  $24,788;  the  average  expenditure  for  children 
returning  home  is  projected  to  be  $37,297. 

How  is  the  program  administered? 

DOE  provides  funding  for  the  DOE/DMR  Initiative.  DMR  receives  the  funding 
and  administers  the  program.    There  are  35  schools  involved  in  the  Initiative  statewide. 
Families  are  referred  to  the  DMR  by  the  residential  schools,  the  local  public  school  or 
by  a  DMR  service  coordinator.  Families  work  with  their  local  area  service  coordinator  to 
develop  a  plan  for  flexible  family  support.  Service  coordinators  work  intensively  with 
families  and  reassess  plans  as  needed. 

Is  there  any  research  on  the  implementation  or  effectiveness  of  family  supports? 

The  DOE/DMR  Initiative  has  not  conducted  any  surveys  or  research  to  date. 

What  are  the  most  innovative  aspects  of  the  DOE/DMR  Initiative? 

The  most  innovative  aspect  of  the  Initiative  is  the  opportunity  for  families  to 
receive  a  wide  array  of  flexible  supports  to  help  them  care  for  their  children  at  home. 
There  have  been  few  opportunities  in  Massachusetts  to  offer  families  specialized  and 
intensive  services  to  support  their  children  at  home.  Through  the  Initiative,  more 
supports  are  available  and  families  have  greater  flexibility  in  choosing  supports.  In 
addition,  the  Initiative  is  the  only  program  which  formally  prevents  placement  of  children 
in  residential  settings  in  Massachusetts. 

Which  features  of  the  Initiative  best  facilitate  flexibility  of  supports? 

The  DOE/DMR  Initiative  has  more  money  available  to  support  families  caring  for 
children  with  mental  retardation  than  other  programs  in  Massachusetts.  The  greater 
amount  of  funding  has  enabled  the  program  to  provide  families  with  more  flexibility  and 
more  options  in  choosing  supports.  The  Initiative  has  provided  families  with  a  voice  and 
has  enabled  them  to  receive  supports  necessary  to  keep  their  children  at  home. 

Does  this  program  collaborate  with  other  agencies  in  the  provision  of  family  supports? 

The  DOE/DMR  Initiative  is  a  collaboration  between  DOE  and  DMR.  The 
Initiative  will  collaborate  with  other  state  agencies  if  they  are  involved  in  the  care  of  the 
child  or  family  prior  to  their  involvement  in  the  Initiative. 

Has  this  family  support  model  been  replicated  in  other  sites? 
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The  DOE/DMR  Initiative  is  available  to  eligible  families  statewide.  The  Initiative 
has  not  been  replicated  in  other  states  or  between  other  agencies  in  Massachusetts. 

Does  the  DOE/DMR  Initiative  currently  face  new  directions,  challenges  or  changes? 

A  new  direction  that  the  DMR  would  like  to  take  is  to  expand  the  Initiative  to 
other  state  agencies  in  Massachusetts.  DMR  is  working  with  the  Division  of  Medical 
Assistance  (DMA)  to  replicate  the  Initiative.  If  replicated,  DMA  would  pay  for  family 
supports  for  individuals  with  mental  retardation  who  would  otherwise  be  placed  in 
nursing  homes. 
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Key  Findings 

This  section  summarizes  some  of  the  key  features  of  innovative  family  supports 
based  on  our  interviews  with  selected  providers  of  innovative  models.  The  features  can 
be  classified  under  three  areas:  philosophical  (core  principles  or  values  underlying  the 
program  model);  programmatic  (features  relating  directly  to  provision  of  supports  and 
services);  and  systemic  (policy  aspects  relating  to  service  delivery  systems  and 
financing). 

Philosophical  Features 

1.  Innovative  models  of  family  support  reflect  a  strong  commitment  to  community 
inclusion  of  the  individual  with  disabilities  and  the  family. 

All  of  these  models  reflect  a  strong  commitment  to  community  inclusion  and  a 
belief  that  individuals  with  developmental  disabilities  should  not  be  institutionalized. 
Michigan  and  Rhode  Island  do  not  institutionalize  people  with  developmental 
disabilities,  but  rather,  provide  supports  to  enable  individuals  to  live  in  their  home 
communities.  The  Family  Partnerships  Project  and  the  DOE/DMR  Initiative  likewise 
value  supports  provided  within  the  home.  Both  models  strive  to  provide  supports  to 
keep  individuals  with  their  families  in  their  communities.  The  mission  of  the  Kit  Clark 
Family  Support  Services  Program  is  to  enable  older  adults  to  live  with  dignity  in  their 
communities. 

2.  The  value  that  all  children  have  a  right  to  live  with  their  family  is  fundamental  to 
family  supports. 

Both  the  state  of  Michigan  and  the  Family  Partnerships  Project  value  the  right  of 
children  with  developmental  disabilities  to  live  with  their  parents,  as  reflected  in  their 
mission  statements.  Both  models  seek  to  preserve  the  family  and  to  prevent  the 
institutionalization  of  children  with  developmental  disabilities.  They  have  made  it  a 
priority  to  do  "whatever  it  takes"  to  keep  children  with  their  parents.  These  values  have 
enabled  both  programs  to  direct  supports  and  services  to  families  caring  for  their 
children  at  home. 

3.  Families  and  consumers  are  the  primary  decision-makers  about  the  services  and 
supports  which  they  receive. 

These  models  are  based  upon  the  principle  that  families  and  individuals  with 
disabilities  should  have  the  power  to  choose  supports  which  best  address  their  needs 
and  that  they  can  be  trusted  to  make  effective  decisions.  For  example,  CHOICES 
ensures  the  personal  voice  and  control  of  consumers  and  their  families  in  decision- 
making, by  empowering  them  to  make  decisions  regarding  what  types  of  supports  they 
want  and  providing  funding  to  address  these  needs.  In  the  Family  Partnerships  Project, 
families  have  total  control  in  determining  their  needs,  based  upon  a  family-driven 
planning  process. 
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Programmatic  Features 

4.  Innovative  models  of  family  support  individualize  supports  and  services  to  each 
family,  based  upon  a  family-driven  planning  process. 

Each  of  the  innovative  models  has  a  planning  procedure  whereby  staff  work 
directly  with  the  family  to  develop  an  individualized  support  plan.  The  Family 
Partnerships  Project  works  with  the  family  and  child  to  help  them  determine  their 
strengths  and  needs,  ensuring  that  families  have  a  strong  voice  in  the  types  of  supports 
they  receive.  The  Kit  Clark  Family  Support  Services  Program  also  promotes 
individualized  planning  of  supports  and  services.  The  Program  has  a  small  client  to 
staff  ratio,  enabling  staff  to  work  closely  and  intensively  with  older  clients.  The  small 
caseload  has  promoted  individualized  supports  through  the  one-on-one  attention  that 
clients  receive. 

5.  The  capacity  to  listen  and  be  responsive  to  family  members  is  crucial  to  providing 
family  supports. 

The  CHOICES  Program,  the  Family  Partnerships  Project  and  the  Kit  Clark 
Family  Support  Services  Program  all  cited  the  need  to  listen  to  consumers  and  family 
members  as  essential  to  providing  family  supports.  The  Family  Partnerships  Project 
values  the  knowledge  families  have  about  their  child  with  special  health  care  needs. 
Family  Partnerships  is  a  success  because  it  has  focused  on  the  family,  individualized  its 
services  to  each  family  by  listening  to  family  members.  Kit  Clark  Family  Support 
Services  Program  has  small  caseloads  which  essentially  promotes  responsiveness  to 
individual  families.  Kit  Clark  has  been  able  to  work  closely  with  consumers  and  to 
respond  to  their  requests  and  needs.  Staff  from  CHOICES  will  work  closely  with 
consumers  to  help  them  access  supports.  The  capacity  to  listen  was  viewed  by 
CHOICES  as  essential  to  working  with  consumers  and  families  in  the  provision  of  family 
supports. 

6.  Helping  families  navigate  the  system  of  supports  is  an  important  objective  of 
innovative  family  support  models. 

The  Kit  Clark  Family  Support  Services  Program  has  worked  with  families  to 
navigate  the  elder  system  and  the  mental  retardation  system.  Combining  the  two 
systems  has  enabled  consumers  to  receive  supports  that  are  focused  on  their  individual 
needs.  The  Family  Partnerships  Project  also  works  with  families  to  connect  them  to 
multiple  systems.  Families  are  linked  to  supports  within  the  community,  through  state 
agencies  and  through  providers  of  insurance  (e.g.,  MassHealth,  HMO's).  Navigating 
the  different  systems  that  have  the  potential  to  offer  multiple  resources  to  families  is 
important  to  providing  supports  that  meet  the  holistic  needs  of  families. 

7.  Models  of  family  support  provide  flexible  funding  options  as  well  as  direct  services. 

The  Kit  Clark  Family  Support  Services  Program  has  developed  a  "cash  and 
counseling"  model  which  provides  families  not  only  with  direct  services  such  as  case 
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management,  but  also  with  flexible  financial  assistance.  The  cash  component  of  the 
program  has  empowered  older  adults  to  purchase  items  that  they  feel  they  need. 
Families  have  been  able  to  use  the  cash  in  a  variety  of  ways  (e.g.,  purchasing  respite, 
buying  items  such  as  microwaves,  paying  rent).  Cash  assistance  has  promoted 
flexibility  of  supports. 

Michigan's  Family  Support  Cash  Subsidy  is  an  important  component  to  the 
family  support  system.  The  cash  subsidy  provides  monthly  payments  to  eligible 
families  who  care  for  a  child  with  a  developmental  disability.  Families  are  able  to  use 
the  subsidy  to  pay  for  costs  related  to  the  care  of  their  child  with  a  developmental 
disability.  The  subsidy  has  given  families  flexibility  and  the  freedom  to  make  decisions 
about  their  family  and  the  care  of  their  child. 

8.  Innovative  models  of  family  support  offer  comprehensive  services  and  supports  for 
families. 

Each  innovative  model  offers  a  wide  array  of  options  to  families  caring  for  a 
family  member  with  a  developmental  disability.  The  DOE/DMR  Initiative  provides 
families  with  intense,  comprehensive  supports  to  prevent  the  institutionalization  of  their 
children  or  to  return  their  children  from  a  residential  school  to  home.  Families  have  the 
opportunity  to  access  a  variety  of  supports  to  assist  them  in  the  care  of  their  family 
members.  The  Family  Partnership  Project  links  families  caring  for  children  with 
complex  medical  needs  to  a  wide  array  of  supports  offered  in  the  community.  By 
providing  families  with  greater  opportunities  to  access  supports  that  meet  their  needs, 
Family  Partnerships  has  prevented  the  placement  of  children  in  institutional  settings. 

Michigan  provides  families  with  a  comprehensive  system  of  family  supports, 
including:  direct  services  such  as  behavior  management,  case  management,  and 
respite,  the  Family  Support  Cash  Subsidy  and  the  Children's  Waiver.    This 
combination  of  programs  enables  Michigan  to  flexibly  respond  to  each  family's 
individual  needs. 

Systemic  Features 

9.  Some  innovative  models  promote  interagency  collaborations. 

The  DOE/DMR  Initiative  was  built  upon  the  principle  of  collaboration.  Although 
two  separate  agencies,  DOE  and  DMR  have  collaborated  and  developed  a  successful 
program  which  has  prevented  the  out-of-home  placement  of  children  and  has  returned 
children  who  were  placed  in  residential  schools  home.  By  pooling  funding  resources 
and  staff,  the  two  agencies  have  creatively  found  a  way  to  support  families  to  care  for 
"at  risk"  children.  The  Family  Partnerships  Project  also  collaborates  extensively  with 
state  agencies  and  community  resources.  Upon  completing  the  family-driven  planning 
process,  the  plan  is  presented  to  an  interagency  committee,  made  up  of  staff  from  three 
state  agencies  and  family  members.  The  committee  reviews  the  plan  and  determines 
what  resources  are  available  for  the  family  to  access. 
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10.  Some  innovative  models  integrate  services  and  funding  sources. 

The  Kit  Clark  Family  Support  Services  Program  has  successfully  integrated  two 
previously  distinct  delivery  systems:  the  elder  system  and  the  mental  retardation 
system.  Kit  Clark  has  been  able  to  create  specialized  supports  for  older  adults  who 
have  mental  retardation  or  who  are  caring  for  someone  with  mental  retardation  by 
working  with  DMR.  By  combining  the  knowledge  two  distinct  agencies  have  about 
aging  (e.g.,  Kit  Clark)  and  about  mental  retardation  (e.g.,  DMR),  Kit  Clark  has 
succeeded  in  offering  families  supports  and  services  which  meet  their  individual  needs. 

The  CHOICES  Program  in  Rhode  Island  will  integrate  all  programs  and  funding 
streams  into  one  program  once  it  is  approved  by  HCFA.  Integrating  programs  and 
funding  will  enable  Rhode  Island  to  provide  specialized  and  comprehensive  supports, 
pool  resources  and  create  a  system  that  "makes  sense"  for  the  consumer. 

The  DOE/DMR  Initiative  has  integrated  funding  resources  from  DOE  to  provide 
supports  to  children  with  mental  retardation  who  are  at  risk  of  placement  in  a  residential 
setting  or  whose  families  want  them  to  return  home  from  a  residential  setting.  Both 
agencies  have  integrated  their  expertise  and  knowledge  in  developing  a  program  that 
has  successfully  prevented  the  institutional  placement  of  some  children  and  has 
brought  a  number  of  children  home  from  residential  schools. 

1 1.  Some  innovative  models  utilize  Medicaid's  Home  and  Community  Based  Waiver 
funding  to  provide  supports  to  individuals  with  developmental  disabilities. 

Rhode  Island  and  Michigan  utilize  HCBW  funding  extensively  in  the  provision  of 
supports  to  individuals  with  developmental  disabilities.    Neither  Michigan  nor  Rhode 
Island  place  individuals  with  developmental  disabilities  in  institutional  settings  for  long- 
term  care.  Rather,  they  both  make  use  of  existing  funding  under  the  HCBW  Program  to 
provide  supports  to  individuals  and  their  families  in  the  community.  Both  states  have 
been  successful  in  providing  comprehensive  family  supports  to  individuals  who  are  at 
risk  of  institutionalization. 
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CHAPTER  THREE 
FAMILY  FOCUS  GROUPS 


Introduction 

Three  focus  groups  were  convened  in  Boston,  Worcester,  and  Springfield  during 
March  1998  in  order  to  obtain  the  perspectives  of  family  members  caring  for  children 
with  developmental  disabilities  about  flexible  family  supports.  Each  focus  group 
consisted  of  10  to  1 1  family  participants  and  met  once  for  approximately  two  hours. 

The  focus  groups  were  moderated  by  the  Principal  Investigator  of  this  project, 
using  a  semi-structured  question  guide.  Focus  group  participants  were  asked  to 
discuss  the  following  set  of  questions,  developed  by  the  researchers  based  upon  a 
review  of  literature  about  family  supports: 

1 .  What  types  of  family  supports  have  you  and  your  family  received? 

2.  How  flexible  or  responsive  have  these  family  supports  been? 

3.  How  has  receiving  family  support  services  affected  your  family  life?  You? 
Your  family  member  with  a  disability? 

4.  What  family  supports  have  been  most  helpful  or  useful  to  your  family? 

5.  What  family  supports  does  your  family  need,  but  not  receive? 

6.  Are  the  family  supports  which  you  receive  sensitive  or  responsive  to  your 
family's  cultural/ethnic  background? 

7.  How  much  choice  and  control  do  you  have  about  the  family  supports  which 
you  receive? 

8.  Has  your  family  received  help  from  a  family  agent  or  case  manager  in  finding 
and  making  arrangements  for  family  supports? 

9.  Have  you  faced  any  obstacles  or  barriers  in  getting  family  support  services 
you  need? 

10.  What  would  you  like  to  see  changed  about  the  current  system  of  family 
supports? 

Sample 

Focus  group  participants  were  recruited  from  various  family  advocacy 
organizations  and  provider  agencies.  Arc/Mass  and  Massachusetts  Families 
Organizing  for  Change  were  particularly  helpful  in  publicizing  and  conducting  outreach 
to  families  and  in  making  local  arrangements  for  the  focus  group  meetings.  Focus 
group  participants  were  paid  a  stipend  of  $35. 

Thirty-one  individuals  (21  mothers,  8  fathers,  and  2  significant  partners) 
participated  in  the  3  focus  groups,  representing  26  families  with  children  with 
developmental  disabilities.  (See  Table  1  at  the  end  of  this  Chapter).  In  five  cases,  both 
parents  or  partners  participated  in  the  focus  groups,  while  in  the  remaining  cases  the 
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mother  or  father  attended.  In  21  of  these  families,  the  parents  were  married;  in  the 
remaining  cases,  one  parent  was  single,  three  were  divorced,  and  one  was  widowed. 
Eighteen  of  the  families  were  white,  two  were  black,  two  were  Hispanic,  and  two  were 
Asian. 

The  children  in  these  families  had  a  variety  of  developmental  disabilities, 
including  autism,  mental  retardation,  Down  Syndrome,  pervasive  developmental  delay, 
cerebral  palsy,  and  multiple  medical  conditions.  Ranging  in  age  from  2  years  to  37 
years,  these  children  lived  at  home  with  their  families,  with  the  exception  of  two  cases 
(one  child  was  temporarily  living  in  a  respite  facility,  and  one  child  was  deceased).  Four 
of  the  26  families  had  more  than  one  child  with  developmental  disabilities  living  at 
home. 

All  of  these  families  received  some  types  of  family  supports.  The  most  frequently 
used  supports  were:  respite  (20  families);  case  management  (13  families);  family 
support  groups  (12  families),  and  financial  assistance  (1 1  families).  Other  services 
used  (by  nine  or  less  families)  included:  parent  training,  transportation;  recreation; 
adaptive  equipment;  home  health  care  or  nursing;  home  adaptations;  and  family/parent 
counseling. 

Analysis 

Focus  group  sessions  were  audio-taped  and  transcribed.  Based  on  the 
transcripts  and  focus  group  summary  notes,  two  researchers  independently  reviewed 
and  analyzed  the  data  and  developed  a  list  of  key  themes  and  sub-categories  within 
themes  that  emerged  in  response  to  the  focus  group  questions.  They  then  compared 
their  lists  to  identify  consistencies  and  reconcile  discrepancies  in  their  analysis.  Finally, 
they  re-analyzed  the  transcripts  based  upon  their  revised  themes  and  coding 
categories,  looking  for  patterns  of  consistency  and  divergence  among  the  themes 
identified. 

Results 

This  section  summarizes  the  key  findings  and  themes  which  emerged  in 
response  to  focus  group  questions  and  discussion. 


Types  of  Family  Support 

What  types  of  family  supports  have  you  and  your  family  received? 

Families  identified  a  wide  variety  of  supports  which  helped  them  care  for  their 
children  with  developmental  disabilities  at  home,  including  flexible  cash  assistance, 
respite,  case  management,  advocacy,  transportation,  recreation/socialization,  nursing 
and  home  health  care,  personal  care  attendants,  specialized  therapies,  behavioral 
consultations,  family  leadership  and  other  types  of  parent  training,  and  medical  care 
insurance  programs  (e.g.,  CommonHealth,  Kaileigh  Mulligan,  Supplemental  Security 

44 


Income).  Many  families  used  multiple  types  and  sources  of  family  supports,  although 
the  use  of  these  supports  was  dependent  upon  the  availability  of  programs  and  funding 
in  their  area,  the  eligibility  of  their  child  and  family  for  various  supports,  and  their  priority 
for  services  designated  by  provider  agencies. 

Families  receiving  flexible  cash  assistance  have  used  these  funds  in  numerous 
ways.  Many  families  have  used  flexible  funds  to  pay  for  therapies,  medications, 
adaptive  equipment,  and  home  adaptations  which  were  not  reimbursable  by  medical 
insurance  or  other  providers.  Flexible  funds  helped  pay  for  "all  kinds  of  stuff  that  nobody 
else  could  pay  or  you  had  to  go  through  approvals  and  weeks  of  waiting."  For  example, 
one  family  used  flexible  funds  to  purchase  therapies  that  "we  could  not  have  afforded 
and  our  health  insurance  wouldn't  have  paid  for  it.  So  our  daughter  wouldn't  have 
gotten  that  except  through  the  school  system.  And  it  just  freed  me  up  so  that  I  didn't 
have  to  fight  with  the  school  department  to  get  what  she  evidently  needs,  but  she  can 
get  it  because  of  flexible  funding."  Another  family  purchased  special  security  vests, 
items  of  clothing  which  accommodated  the  child's  medical  tubes  and  protected  his  skin. 
"The  vests  are  $100  a  piece  and  it's  like  a  T-shirt.  And  it's  not  covered  by  insurance.  I 
mean,  yeah,  I  guess  I  can  put  out  a  thousand  dollars  for  his  T-shirts.  But ,  I  mean,  how 
do  I  pay  the  mortgage?  ...  The  last  resort  for  me  was  my  flexible  family  support  and 
that's  who  covered  it  in  the  end.  I  went  through  all  the  different  channels  and  nobody 
would  do  it  except  for  them."  In  another  family,  flexible  funds  were  used  by  parents  to 
semi-soundproof  the  room  of  their  son,  whose  self-stimulation  behaviors  included  loud 
vocalizations  which  kept  their  house  "in  an  uproar  many  nights  throughout  the  week. " 
By  soundproofing  his  room,  "we  could  go  in  and  make  sure  he  was  okay,  but  we  could 
also  go  back  to  our  rooms  and  go  to  sleep.  This  was  really  important  because  he  was 
really  at  risk  of  out-of-home  placement."  One  family  used  the  funds  to  install  special 
wiring  in  their  home  to  support  specialized  oxygen  equipment  for  their  son,  which  was 
needed  in  order  for  him  to  return  home  from  the  hospital.  Other  purchases  which 
families  used  flexible  funds  for  included  a  waterproof  hospital  mattress,  extra  sets  of 
eyeglasses,  specialized  bath  seat  and  padding,  and  installation  of  a  ramp  and  wide 
doors  at  home  to  allow  wheelchair  accessibility. 

Another  way  in  which  flexible  funds  were  used  by  some  families  was  to  help  pay 
for  costs  associated  with  medical  emergencies  or  other  crises.  For  example,  one 
mother  mentioned  that  DMR  and  DPH  agreed  to  provide  funds  for  her  mother-in-law  to 
travel  from  South  America  to  Massachusetts  to  help  care  for  the  family.  "My  daughter  is 
getting  ready  to  go  into  the  hospital  in  June  for  a  six-week  stay.  I  have  three  other 
children...  and  my  husband  works  night  and  day  because  he  is  a  truck  driver  and  won't 
be  home  with  them.  So  I'm  able  to  keep  my  children  at  home  together  while  I'm  not 
home  for  a  six  week  period,  because  they  have  agreed  to  fly  my  mother-in-law  in.  So  I 
consider  that  extremely  flexible."  Another  family  used  funds  to  pay  for  a  hotel  room 
while  their  son  was  hospitalized.  One  family  said  that  their  family  support  agency 
provided  flexible  funds  for  "our  mortgage  payment  when  we  were  going  to  lose  our 
house.  So  it's  been  very  important  to  us  and  a  huge  safety  net." 
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Families  have  also  used  flexible  funds  to  pay  for  classes  or  activities  for  their 
children  with  disabilities  which  they  might  not  otherwise  afford  such  as  drama, 
swimming,  and  karate  classes,  and  to  purchase  recreational  equipment  including 
swingsets,  bicycles,  and  figure  skates.  Flexible  funds  have  also  been  used  to  buy 
computers,  software,  and  educational  materials  for  home  use  by  the  child  and  family. 

Another  critical  family  support  identified  by  many  families  was  case 
management.  One  parent  explained  that "  The  importance  of  a  case  manager  is  that 
when  you're  going  through  something  or  you  have  a  crisis,  you  don't  have  time  to  call 
around  and  find  out  what's  out  there.  No  one  comes  knocking  at  your  door.  So  what 
case  managers  are  supposed  to  do  is  have  many  different  types  of  support  they  can  tell 
you  about."  Another  family  described  their  case  manager  as  "...very  supportive...  Like  if 
I  want  information  about  anything,  within  two  days  I'll  have  it."  Another  parent  noted 
that  a  case  manager  from  DPH  helped  support  her  son's  coming  home  from  the 
hospital  and  has  continued  to  support  her  family  when  they  need  support.  "Case 
managers  are  an  invaluable  asset  if  they're  the  right  person  that  will  listen.  And  also    . 
know  the  resources  available  to  families."  The  listening  skills  of  the  case  manager  were 
seen  as  critical.  "  The  (case  manager)  listened  to  what  our  family  needed  for 
support.. .we've  gotten  just  what  we  need.  And  it's  only  because  somebody  took  the 
time  to  stop  and  listen  to  what  our  family  needed.  And  I  don't  think  that  you  find  that 
very  often." 

Other  families  cited  problems  when  they  did  not  have  a  case  manager  or  their 
case  manager  was  not  effective.  One  parent  noted  that  "My  daughter  was  going 
through  a  crisis  a  couple  of  months  ago  and  we  basically  had  to  tough  it  out  because 
we  didn'   jet  very  much  else."  Another  parent  remarked  that  "Unless  you've  got  a  case 
manager  that's  really  astute  at  getting  services  from  multiple  agencies. ..you  end  up 
trying  to  piecemeal  the  thing  together  yourself  in  some  ways." 

Impacts  and  Flexibility  of  Family  Supports 

How  has  receiving  family  support  services  affected  your  family  life? 
How  flexible  or  responsive  have  these  family  supports  been? 

The  most  frequently  cited  impact  of  flexible  funding  was  the  opportunity  for 
parents  to  make  choices  and  decisions  about  supports  and  services  which  they 
believed  were  best  for  their  children  and  families.  As  one  mother  described,  "I  have  two 
typical  children  and  my  husband  and  I  made  choices.  And  all  of  a  sudden  C.  (son  with 
disability)  came  along  and  everyone  else  made  choices  for  me.  And  I  felt  like  I  lost  all 
control.  But  (flexible  supports)  give  families  a  choice  and  I  think  that's  something  that 
was  taken  away  when  you  do  have  a  child  with  special  needs."  One  parent  noted  that 
"Having  our  children  (with  disabilities),  a  lot  of  times  we're  put  in  a  position  where  we're 
the  receivees,  subservient  to  other  systems.  Having  (flexible  funds)  gives  us  a  voice 
and  an  authority  that  we  know  what  we're  talking  about,  we  know  what's  best  for  our 
child... that  we  can  finally  give  back  and  not  always  be  in  a  position  of  having  to  rely  on 
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somebody  else's  largesse  to  help  our  families...  I  feel  like  I've  been  validated  and 
listened  to.  And  what  I  express  that  I  need  for  my  family  is  important,  and,  you  know, 
somebody  will  allow  me  to  do  that."  When  one  parent  chose  to  use  flexible  funds  to 
purchase  some  specialized  clothing  for  her  son,  she  said,  "I  was  empowered  by  that 
decision.  It  was  the  best  decision  for  my  son.  I  know  what  his  needs  are  as  a  parent 
more  than  any  other  person  in  the  world. ..He's  best  served  when  I  have  some  part  of 
this  decision  making."  In  addition  to  a  sense  of  empowerment,  one  parent  noted  that 
family-directed  supports  allow  parents  to  "mirror "  for  their  children  a  sense  of  choice 
and  self-direction.  "It's  crucial  that  families  have.. .the  power  to  make  decisions. 
Because  that's  the  only  chance  that  our  kids  are  going  to  have...  If  we  feel  powerless, 
can  you  imagine  how  powerless  our  kids  feel?" 

Another  profound  impact  of  family  supports  has  been  the  prevention  of  out-of- 
home  placement  of  children  with  significant  medical  and  behavioral  disabilities.  One 
parent  who  participates  in  a  family  support  partnership  project  with  DMR  and  DOE 
reflected,  "I  would  say  the  biggest  impact  is  that  my  son  is  at  home.  Because  without 
the  supports... my  son  would  be  in  an  institution.  There  is  no  other  place  he  would 
be. ..support  services  are  keeping  a  lot  of  our  children  at  home  where  they  belong." 

Flexible  family  supports  are  valued  by  some  parents  because  they  can 
customize  services  to  meet  their  child's  needs.  As  one  parent  noted,  "Flexibility  tailors  it 
to  each  kid,  then  produces  the  results  of  the  kids  getting  so  much  better  than  what  they 
would  have  gotten  if  they  did  something  prescribed."  A  parent  of  a  young  adult  son 
explained  that  when  their  child  graduated  from  the  school  system,  there  were  limited 
day  activity  and  employment  options  for  him.  However,  "Moving  toward  a  family- 
directed  model,  we've  been  able  to  develop  a  program  from  scratch... what  we've  come 
up  with  now  is  something  really  worthwhile."  One  Haitian  mother  valued  the  cultural 
aspects  of  the  supports  she  received  from  a  Haitian  family  support  project:  "The 
supports  really  changed  our  life.  Because  in  my  group  most  of  the  people  doesn't 
speak  English... We  got  the  family  supports  with  everything  bilingual  or  bicultural."  She 
noted  that  the  family  support  project  offers  social  activities  for  extended  families,  helps 
reduce  families'  isolation  and  shame,  and  motivates  and  educates  family  caregivers. 

Many  families  felt  that  flexible  funding  helped  to  ensure  the  continuity  and 
consistency  of  services  and  supports  for  their  child.  For  example,  one  family  cited  past 
difficulties  in  getting  agency  respite  workers  paid  in  a  timely  basis,  so  that  often  the 
parents  were  forced  to  pay  for  these  services  out-of-pocket.  With  flexible  funding, 
however,  they  were  able  to  arrange  and  pay  for  respite  on  a  regular  basis,  which  "works 
very  well  toward  helping  keep  continuity  in  our  daughter's  program."  One  father  noted 
that  without  the  flexible  funds  which  they  used  to  pay  for  respite,  there  would  have  been 
"devastating  consequences  for  our  child  in  terms  of  continuity  and  her  ability  to  keep 
maintaining  progress  in  the  program  that  she's  in." 

Families  who  have  used  flexible  funds  to  purchase  therapies  cited  their  child's 
improvement  and  progress  as  significant  impacts.  As  one  parent  explained,  "My 
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favorite  thing  about  flexible  funding  is  that  it  has  allowed  my  daughter  to  have  the 
therapy  ...that  she's  just  improved  so  much. ..And  we  could  not  have  afforded  to  send 
her  ourselves  and  our  health  insurance  wouldn't  have  paid  for  it."  One  parent,  who 
used  flexible  funds  to  purchase  karate  lessons  for  her  daughter,  remarked,"  It's  really 
changed  her  physically.  She's  a  plodding,  low-toned  person.  And  now  she  has  a  little 
bit  of  grace."  Another  child  received  drama  and  voice  classes  through  these  funds 
which  increased  his  self-esteem,  according  to  his  mother.  "I  think  that's  something  that 
is  often  overlooked  at  what  this  flexible  funding  can  do.. .the  enthusiasm  or  just  the 
confidence  that  this  flexible  funding  has  enhanced,  it's  just  been  amazing." 

Many  families  cited  opportunities  for  inclusion  for  their  child  and  their  family  as  a 
major  benefit  of  flexible  supports.  "Psychologically,  it's  wonderful.  Because  it  makes 
you  feel  that  the  child  is  being  included  in  things  that  other  children  participate  in.  It 
helps  you  to  deal  with  your  child's  life  a  lot  better.  It  makes  your  life  a  lot  happier,  even 
with  your  spouse,  when  you  know  that  (our  child)  can  go  swimming  on  Sunday  morning 
and  ice  skating  on  Sunday  afternoon  and  these  are  all  inclusive  activities  that  she 
participates."  Another  parent  said  that  her  family  benefited  from  "the  normalcy" 
provided  by  the  flexible  supports.  "You  were  able  to  do  things  that,  if  we  didn't  have  the 
supports  in  place,  we  wouldn't  be  doing.  I  mean,  lots  of  kids  are  able  to  do  sports  and 
things  with  their  brothers  and  sisters.  Our  family  wasn't  able  to  do  that,  but  now  that 
(our  son)  is  doing  something  with  his  sister,  she  feels  enabled,  he  is  enabled,  and  it  is 
making  the  family  feel  stronger."  One  family  of  a  young  adult  with  significant  behavioral 
problems  participated  in  a  family-directed  project  in  which  they  selected,  hired,  and 
trained  a  team  of  staff  members  to  work  with  their  son  in  their  home.  Because  of  these 
home  interventions,  the  son  "is  coming  into  contact  with  some  really  interesting, 
dynamic,  young,  bright,  creative  people  that  are  now  his  friends.  He's  for  the  first  time, 
really,  starting  to  have  a  life  since  he's  left  school... qualitatively  we've  gone  from  him 
having  relationships  with  caregivers  to  one  of  much  more  mutuality." 

Family  supports  have  directly  benefited  parents  as  well  as  children, 
educationally,  emotionally,  and  financially.  In  terms  of  educational  impacts,  many 
parents  noted  that  family  leadership  training  played  an  important  role  in  their 
development  of  knowledge  and  advocacy  skills.  As  one  parent  noted,  "I  think  that  the 
training  and  the  leadership  that's  been  offered  through  DMR  and  Families  Organizing 
for  Change  has  been  just  very  pivotal...!  don't  know  where  she  and  I  would  be  in  her  life 
if  we  had  not  been  exposed  to  ideas  and  the  forward  thinking  notions  of  having  her 
being  included. ..it's  been  ultimately  life  changing  for  (my  daughter). ..Because  if  I  had 
not  been  exposed  to  the  ideas,  how  would  I  have  known?"  One  parent  noted,  "Do  you 
know  what  the  family  leadership  did  for  me?  It  made  me  learn  how  to  fight." 

The  importance  of  family  supports  in  psychologically  sustaining  caregivers  was 
noted  by  several  parents.  "A  lot  of  your  life  is  a  roller  coaster  where  you  have  your  ups 
and  downs  and  I  think  if  you  didn't  have  those  supports  when  you  were  in  the  down 
periods,  then  we  might  not  come  back  up  again.  They're  really  crucial  to  making  us  feel 
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energized  and  motivated  to  keep  on  going."  In  terms  of  financial  impact,  one  parent 
who  used  flexible  funds  to  purchase  in-home  respite  noted  that  these  funds  allowed  his 
wife  to  maintain  her  professional  career.  Without  these  supports,  "she  would  not  have 
been  able  to  maintain  the  hours  necessary  to  keep  her  nursing  license  and  renew  her 
registration." 

Another  impact  noted  by  some  families  was  the  extensive  time  commitments  and 
responsibilities  required  of  parents  who  utilize  family  supports.  One  father,  in 
describing  a  family-directed  project  in  his  home,  noted,"  There's  a  downside  too, 
because  it  takes  an  incredible  amount  of  time...  this  project  is  requiring  (my  wife)  to 
work  about  25  hours  a  day.  Three  o'clock  in  the  morning,  she's  working  schedules.  My 
little  kids,  their  idea  of  play  is  to  let's  play  schedule."  Another  parent  noted  that  along 
with  flexibility  was  "responsibility  for  a  lot  of  different  things.  I  find  myself  negotiating  all 
of  this,  all  the  things  that  I  must  remember...  I  can't  depend  upon  the  professionals  to 
always  be  on  top  of  everything."  This  parent  worried  about  getting  "...  burnt  out  from  all 
of  the  things  that  this  new  found  flexibility  creates  for  you." 

Perceived  Barriers 

Have  you  faced  any  obstacles  or  barriers  in  getting  family  support  services  you  need? 

Families  faced  numerous  obstacles  and  barriers  related  to  provider,  interagency, 
and  community  issues  in  obtaining  family  support  services.  Lack  of  information  and 
outreach  about  individual  and  family  support  options  was  a  barrier  experienced  by 
many  families  .  As  one  parent  noted,  "You  know,  I  was  always  very,  very  educated  and 
thought  of  myself  as  an  intelligent  person,  but  I'm  in  this  world  that  I  don't  know  what  to 
do  or  where  to  go."  Parents  discussed  the  lack  of  information  and  outreach  provided  by 
hospitals  to  parents  of  children  with  disabilities.  "Nobody  in  the  hospital,  including  the 
social  workers,  know  anything  about  what's  out  there.  So  they  send  you  on  your  way." 
One  parent  complained  that  "Social  workers  gave  me  a  list  of  telephone  numbers  and 
they  were  all  disconnected.  So  it's  like  it's  really  outdated  information." 

Lack  of  information  and  outreach  to  families  of  minority  cultures  was  noted  by  an 
Asian-American  parent.  "If  you  don't  speak  the  language  in  this  society,  you  know,  all 
the  resources  are  going  to  go  by  you. ..only  two  or  three  families  may  have  funding 
because  they  speak  a  little  better  English  or  maybe  have  better  connection  or 
networking."  An  older  parent  noted  the  lack  of  information  faced  by  older  parents  and 
their  reluctance  to  ask  for  help.  "Most  of  our  older  parents  have  never  had  to  ask  for 
services  and  so  we're  really  reluctant  to  go  about  it.  We  don't  know  about  it  and  don't 
know  how  to  go  about  it." 

Eligibility  criteria  posed  another  set  of  obstacles  to  parents  attempting  to  obtain 
individual  and  family  supports.  One  parent  discussed  the  difficulty  in  obtaining  services 
for  her  son,  who  had  severe  medical  and  cognitive  disabilities,  but  did  not  have  a 
specific  diagnosis  of  mental  retardation  which  was  required  in  order  to  receive  services. 
"There  was  sort  of  like  this  bias  that  if  you  don't  have  a  certain  type  of  disability  and  you 
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don't  fit  a  certain  type  of  mold,  then  you  don't  belong  with  us.. .what  difference  does  it 
make  whether  he  had  this  label  or  that  label?  The  fact  is  that  he  was  totally  dependent 
for  his  care  and  really  couldn't  do  anything  for  himself."  Another  parent  noted  that 
"There's  all  kinds  of  Catch-22's  out  there.  We  went  trying  to  get  some  kind  of  help  from 
Mass  Rehab  at  one  point  and  they  list  as  a  priority,  severity.  My  son  is  as  severe  as 
they're  going  to  come  in  contact  with.  So  their  statement  back  was,  'Well,  he  was  too 
severe  to  benefit  from  this  service.'"  In  contrast,  another  parent  mentioned  the  difficulty 
in  obtaining  supports  for  her  son,  because  his  disabilities  were  not  deemed  severe 
enough.  "It  just  seems  that  he's  fallen  between  the  cracks  and  he's  not  in  a  category 
where  he's  really  desperate  and  he  has  no  medical  problems. ..you  know,  the  money  is 
needed  for  those  that  are  in  crisis  or  have  medical  problems."  While  recognizing  the 
importance  of  having  a  high  priority  for  those  most  in  need,  one  parent  said,  "I  dream  of 
the  day  when  the  money  is  more  equitable  for  everyone  and  addresses  everyone's 
needs  --  at  least  50%  of  the  time." 

Families  described  feelings  of  not  belonging  or  excluded  by  agencies  and  having 
to  beg  in  order  to  obtain  services.  "It's  really  hard  when  you  feel  like  you  don't  belong 
anywhere.  And  people  make  you  feel  like,  you  know,  you  don't  belong  with  us,  what 
are  you  doing  here?"  One  parent  criticized  the  system  in  which  "Everything  rides  on 
how  bad  you  can  make  somebody  look  in  order  to  get  help."  Numerous  families 
mentioned  the  need  to  beg  for  services  and  fight  constant  battles.  "It's  hard  to  beg.  And 
I've  begged  before.  No  one  wants  to  beg."  Another  parent  observed,  "You  learn  how 
to  fight.  Otherwise  you  don't  get  anything.  I  just  think  it's  so  sad  that  we  have  to  fight 
for  everything.  You  know,  I  don't  want  to  beg."  Similarly,  another  parent  recalled  her 
history  of  constant  battles  on  behalf  of  her  daughter: "  From  the  time  she  was  born  - 
fight,  fight.  We've  fought  the  fight  to  keep  her  alive  and  I  thought  that  once  we  did  that, 
I  wouldn't  have  to  fight  anymore.  And  I  find  myself  fighting  for  every  aspect.  Every  little 
itty  bitty  thing  that  she  gets,  we  fight  for  tooth  and  nail.  We  fight  the  school,  we  fight  for 
extracurricular  activities,  We  fight  with  insurance  companies  every  day.  You  know,  I 
fight  to  get  that  kid  access  to  a  playground.  I  don't  think  that  since  the  day  she  was 
born  anyone  ever  said  to  me,  'Here,  this  is  for  your  kid.'" 

Families  often  perceived  the  service  system  as  too  crisis-driven,  with  insufficient 
attention  paid  to  proactive  or  preventive  family  supports.  One  parent  observed  that 
DMR  provides  support  mostly  in  emergencies  such  as  the  death  or  poor  health  of  the 
caregiver,  when  there  is  no  one  available  to  continue  providing  care.  Another  parent 
noted  that  although  she  received  respite  after  her  husband  died,  once  her  daughter 
adjusted  to  this  family  crisis,  the  respite  was  taken  away.  "She's  done  so  well,  they  feel 
that  her  needs  aren't  there  any  more.  This  is  what  I  have  a  problem  with,  because  I 
feel  she  should  still  have  something  more  in  her  life."  Another  parent  noted  that  in 
planning  a  vacation,  she  was  unable  to  depend  on  respite  for  her  daughter  in  an  out-of- 
home  facility,  because  the  facility  was  always  booked  with  individuals  in  need  of 
emergency  placements. 
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Lack  of  family  supports  was  a  barrier,  particularly  for  families  of  medically  fragile 
children,  young  adults  turning  age  22,  and  older  adults  with  aging  parents.  As  one 
parent  commented,  "You  have  the  medical  technologies  that  are  creating  these 
children,  and  I'm  grateful  for  that,  but  you  don't  have  the  community  supports  to  support 
them  in  the  community."  One  single  mother  placed  her  daughter  in  a  pediatric  nursing 
home,  because  she  was  unable  to  find  sufficient  nursing  and  home  health  supports  to 
help  her  care  for  her  child  at  home. 

Another  barrier  was  the  inaccessibility  of  supports  for  some  families.  For 
example,  one  family  found  it  difficult  to  find  respite  workers  willing  to  provide  care  to 
their  three  children,  all  of  whom  had  developmental  delays.  Difficulties  in  finding  respite 
workers  who  will  travel  to  homes  in  geographically  isolated  communities  was  also  cited 
as  a  barrier.  "You  can't  even  get  them  to  drive  to  your  house  out  there  because  you 
live  too  far  away  from  where  they  work  and  they  don't  want  to  go  to  work  there  for  three 
hours."  Another  parent  remarked, "  A  lot  of  the  money  that  was  allocated  to  my 
daughter  was  going  to  waste  because  we  couldn't  get  respite  -  we  can't  get  people  to 
come." 

Other  barriers  included  the  inflexibility  and  insufficiency  of  some  family  supports. 
For  example,  one  parent  explained  that  "we  couldn't  use  respite  because  my  son  was 
too  sick.  So  we  could  only  have  nursing.  So  the  provider  agency  made  me  feel  like, 
well,  you  know,  if  you  don't  take  respite,  then  we  can't  give  you  anything."  An  older 
parent  noted  the  inflexibility  of  the  system  which  did  not  allow  caregivers  to  use  their 
own  resources  in  partnership  with  state  agencies  such  as  DMR  to  make  future  plans  for 
their  adult  children. 

Several  parents,  however,  did  remark  that  things  have  changed  for  the  better  in 
terms  of  the  flexibility  of  family  supports.  One  parent  contrasted  the  inflexibility  of 
respite  funds  in  the  past  to  the  current  flexibility  now  offered  regarding  respite.  "I  used 
to  get  an  amount  of  money  and  it  was  divided  into  quarters  and  I  was  expected  to 
spend  it  within  the  quarter.. .But  if  I  didn't  spend  it,  then  they  would  take  it  away  from 
me.  Or  I  had  to  tell  them,  would  you  please  roll  it  over  into  the  next  quarter?  And  if  I 
came  to  the  end  of  a  year  and  I  didn't  spend  all  of  my  allocation,  then  they  took  it  away 
from  me  and  never  gave  it  back  to  me."    A  parent  of  an  adult  child  noted,  "Things  have 
changed  tremendously  for  the  better.  I  think  what's  available  for  a  lot  of  families  was 
not  available  (before)." 

Administrative  barriers  in  obtaining  family  supports  or  reimbursements  for 
supports  were  frustrating  for  many  parents,  particularly  the  long  waits  to  receive  funding 
and  reimbursements.  Parents  often  paid  for  services  out-of-pocket  because 
reimbursements  or  purchases  were  so  late  in  coming.  For  example,  one  parent  noted 
that  the  family  support  provider  was  "always  extremely  late  in  processing  our  request  to 
get  funds.  We  would  sometimes  go  three,  four  months  without  receiving  funds  and  still 
have  to  pay  for  the  support  out  of  our  own  pocket  and  then  kind  of  hope  that  eventually 
we'd  get  that  money  to  make  it  up.  Which  puts  a  lot  of  financial  pressure  on  our  family 
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because  you're  kind  of  balanced  between,  you  know,  paying  the  kids  and  paying  the 
house  and  paying  taxes  and  now  paying  the  worker  that's  supposed  to  be  working  with 
your  child  because  you're  waiting  for  funds."  Another  parent  described  her  family's 
difficulties  in  waiting  for  funds.  "We  had  to  build  a  ramp  to  get  our  child  in  and  out  of  the 
house.  And  to  get  a  company  to  build  the  ramp,  they  will  not  wait  six  months  for  their 
money.  So  finally  what  we  did  after  four  months  of  fighting  was  we  decided  to  build  it 
ourselves."  Other  parents  complained  about  the  excessive  record-keeping  often 
required  by  providers  and  insurers  in  order  to  be  reimbursed.  "  I  really  didn't  want  to 
have  to  go  get  people  to  write  all  these  (doctors')  letters... and  to  save  all  these 
receipts...!  think  families  need  to  be  able  to  preserve  their  dignity  ...  and  their  privacy." 

Some  families  cited  the  lack  of  choice  of  provider  as  a  barrier  in  obtaining  flexible 
family  supports.  "You're  still  locked  into  the  specific  provider  and  what  they  will  allow 
you."  Another  parent  described  the  lack  of  family  responsiveness  of  her  family  support 
provider  and  the  lack  of  other  options  in  her  service  area:  "So  it's  like  I'd  really  like  to  go 
somewhere  else  and  there  was  nowhere  else  to  go.  There  was  no  other  family 
responsive  place  to  go,  there  wasn't  another  family-directed  thing  to  get  into... 
especially  when  you  have  to  stay  within  areas."    One  parent  noted  that  part  of  this 
problem  is  the  lack  of  competition  among  providers:  "Competition  brings  out  the  best 
product,  brings  out  the  best  service." 

Lack  of  qualified  staff,  particularly  nurses,  home  health  aides,  and  respite 
workers,  were  a  major  concern  for  families.  For  example,  one  mother  mentioned  that 
home  health  aides  on  two  different  occasions  have  broken  her  daughter's  legs,  due  to 
their  lack  of  knowledge  about  how  to  position  and  seat  her  in  her  chair.  Another  parent 
mentioned  the  problem  in  finding  qualified  nurses  to  provide  home  nursing  coverage. 
"And  when  (the  provider)  continuously  sends  incompetent  people  in  the  house,  it  just 
heightens  my  fear."  Some  nurses  lack  understanding  about  children  with  disabilities, 
particularly  in  cases  of  older  children  who  are  incontinent  and  totally  dependent  for  their 
care. 

Parents  of  medically  fragile  children  also  cited  the  lack  of  knowledge, 
inexperience,  and  fears  of  school  personnel  in  accommodating  their  children's  needs  in 
public  school  settings.  One  parent  mentioned  a  child  who  wasn't  getting  any 
educational  experiences  and  remained  at  home,  "because  the  school  broke  his  leg 
twice.  And  not  intentionally,  but  they  didn't  know  how  to  care  for  him  and  that's  what 
happens."  Another  parent  whose  child  is  in  an  Early  Intervention  Program  discussed 
the  teacher's  lack  of  experience  with  children  with  autism. 

The  low  pay,  lack  of  employee  benefits,  and  resulting  high  turnover  in  home 
health  care,  respite,  and  other  family  support  workers  was  viewed  as  a  major  barrier. 
As  one  father  noted  in  terms  of  his  daughter's  educational  program,  "We've  spent  the 
last  two  and  a  half  years  going  through  nothing  but  constant  turnover  in  staff.. There 
was  an  entire  month  and  a  half  where  my  wife  was  doing  all  of  the  educational  work  for 
my  daughter.  There's  nobody  working  with  her."  Parents  were  concerned  about  the 
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societal  devaluation  of  people  who  work  with  disabled  people.  "If  you  can  throw  a 
baseball,  if  you  can  fix  a  BMW,  if  you  can  program  a  computer,  you're  worth  your 
weight  in  gold  in  this  society.  But  if  you  work  with  a  child  who's  disabled  or  an  elderly 
person  who  has  no  value  in  our  society,  then  you  are  devalued.  And  you're  not  going 
to  get  the  best  people  if  they  cannot  support  their  own  family  and  have  benefits  and 
make  a  good  living." 

Lack  of  long-term  health  insurance  and  inflexibility  of  the  Medicaid  system  were 
obstacles  faced  by  numerous  families.  Families  faced  significant  out-of-pocket 
expenses  for  medications,  equipment,  supplies  which  were  not  covered  by  their 
insurance.  The  inflexibility  of  Medicaid  coverage  for  bathing,  toileting,  and  hygiene 
needs  of  children  with  disabilities  was  cited  as  particularly  problematic.  One  parent 
noted  that  "DMR  really  is  paying  for  the  kinds  of  things  that  Medicaid  should  be  paying 
for  -  these  are  items  that  should  be  looked  at  as  medically  necessary."  Another  parent 
noted  the  significant  costs  of  over  the  counter  medications  which  insurance  refused  to 
pay.  For  example,  she  uses  two  to  three  bottles  of  medication  weekly  (at  $18  per 
bottle)  for  her  son's  eczema.  "No  one  will  pay  for  it.  The  dermatologist  is  writing  letters 
stating  he  needs  this  because  of  deterioration,  because  of  sepsis,  because  of  infection, 
and  no  one  will  pay  for  it."  Other  parents  noted  insurance  did  not  cover  physical  and 
other  therapies,  unless  for  acute  medical  needs.  The  lack  of  long-term  care  insurance 
made  it  difficult  for  many  families  to  obtain  coverage  for  therapies  for  their  children  with 
chronic  disabilities.  As  one  parent  explained,  "I  was  told  by  the  insurance  company  that 
they  would  pay  for  therapy  if  my  child  had  a  stroke  and  was  going  to  get  better.  But 
he's  not  going  to  get  better,  so  they  don't  want  to  maintain  him  if  he's  not  going  to  get 
any  better." 

The  lack  of  coordination  of  services  between  different  agencies  posed  serious 
barriers  to  families  attempting  to  access  supports.  "There's  no  single  entry  into  the 
system.  ..there's  no  organized  way  of  finding  access  through  the  kinds  of  support  that 
you  need. ..it's  kind  of  hit  or  miss."  Another  parent  observed  that  "The  agencies  that 
have  all  the  money  don't  talk  to  each  other.. .one  agency  is  willing  to  pay  $80,000  or 
$1 00,000  a  year  to  keep  your  kid  in  a  nursing  home.. .and  then  the  other  agency  that 
controls  PCA  (personal  care  attendants)  will  only  give  you  14  hours. ..  instead  of  them 
working  as  a  group  unit  to  help  the  kids,  they  all  work  separately  and  often  against  each 
other,  and  therefore,  against  the  child  and  the  family..."  Many  parents  felt  that  cost 
inefficiencies  resulted  from  lack  of  interagency  coordination.  "There  isn't  the  kind  of 
crossing  of  boundaries  and  looking  at  the  big  picture  from  a  practical  standpoint.  And 
so  what's  happening  is  there  are  a  number  of  children  getting  lost  in  the  cracks.  And 
eventually  we're  going  to  pay  tons  of  tax  dollars  down  the  road  to  either  warehouse 
them  or  give  them  lots  of  residential  care  or  other  types  of  dependent  support  care 
when  we  could  have  helped  them  early  on." 

Unmet  Needs 

What  family  supports  does  your  family  need,  but  not  receive? 
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Families  identified  numerous  areas  of  unmet  need,  related  to  specific  types  of 
services  and  supports,  socialization  opportunities  and  community  inclusion, 
coordination  of  services,  and  education/advocacy. 

A  major  need  is  for  more  and  consistent  therapies  for  their  children,  including 
behavioral,  physical,  occupational,  and  speech  therapy.  Parents  discussed  the 
problems  they  faced  when  their  children's  therapies  were  reduced  or  stopped  during 
the  summer  months  and  school  breaks.  One  parent  whose  daughter  has  autism 
explained  that  "She  requires  help  that's  constant  and  consistent  7  days  a  week,  52 
weeks  a  year.  You  can't  have  breaks  in  it  or  it's  not  effective.  So  one  of  the  problems 
that  you  have  is  that  the  school  system  views  their  responsibility  as  Monday  through 
Friday."  One  parent  explained  that  without  a  summer  educational  program  for  her 
daughter  "She  loses  so  much  in  three  month's  time,  and  they  (the  school)  waste  three 
months  at  the  beginning  of  school  just  to  catch  up  to  where  she  was  in  June."  Another 
parent  described  how  the  school  system  and  insurance  company  both  refused  to  pay 
for  her  child's  therapies:  "Our  orthopedic  surgeon  is  saying  (our  son)  will  need  surgery  if 
we  don't  keep  up  these  therapies.  Nobody  wants  to  pay." 

Parents  also  discussed  the  need  for  mental  health  counseling  for  families, 
particularly  for  parents  and  siblings.  One  parent  mentioned  that  when  one  of  her 
children  died  in  infancy,  there  was  no  emotional  support  for  her  family.  "They  didn't 
look  at  us,  what  our  psyches  were  going  through.  I  mean,  we  were  all  falling  apart  and 
we  kept  being  told  that  you're  coping  well."  Parents  stressed  the  critical  need  for 
supports  for  siblings.  As  one  parent  explained:  "Nobody  knows  what  these  kids  go 
through...  My  daughter  doesn't  want  to  invite  anyone  over  because  she's  afraid  that 
they're  going  to  see  her  sister.  She  doesn't  want  her  sister  anywhere  near  school.  And 
I  don't  blame  her.  She's  afraid.  She's  a  teenager.  And  that  needs  to  be  dealt  with. 
But  I  don't  know  how  to  deal  with  it." 

The  importance  of  looking  holistically  at  the  child  as  part  of  the  family,  not  as  a 
separate  entity,  was  discussed  by  some  families.  "All  I  wanted  was  my  son's  emotional 
needs  to  be  met  and  for  us  to  stay  a  family... And  so  on  that  basis,  we  tried  to  build  a  life 
around  what  was  best  for  him  emotionally  and  us  as  a  family  emotionally."  One  parent 
discussed  the  need  "to  recharge  and  refresh  ourselves  as  a  family... I  don't  know  how 
long  our  batteries  are  going  to  keep  going  between  my  wife  and  I.  We  keep  going  as 
best  we  can." 

Social  and  recreational  opportunities  for  individuals  with  disabilities  were 
considered  critical  needs  by  families.  Parents  discussed  the  lack  of  weekend  activities 
and  the  limited  opportunities  for  friendships  for  their  children.  "There's  nothing  for  these 
children  to  do  on  weekends. ..The  weekends  are  a  nightmare.. .children  at  a  certain  level 
of  disability  do  not  have  friends.  And  therefore,  they  need  to  have  something  to  do  on 
weekends."  Older  parents  stressed  the  importance  of  opportunities  for  their  adult 
children  to  have  social  activities  other  than  with  their  own  parents  and  families. 
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In  terms  of  agency  and  service  delivery  issues,  the  major  need  identified  by 
families  was  for  coordination  of  services  and  supports  across  the  different  agencies,  in 
order  to  prevent  children  and  families  from  falling  through  the  cracks.  One  father 
stressed,  "I  just  wish  there  was  some  way  for  agencies  somehow  to  cross  boundaries 
so  what  the  child  needs  would  be  the  highest  priority.  They  would  look  at  what's  the 
best  way  to  provide  that  most  effectively  across  the  various  agencies."  Another  parent 
observed,  "There  really  does  need  to  be  more  of  a  view  of  the  big  picture  across  the 
agencies  and  less  of  walls. ..and  tunnel  vision  boundaries.. .if  there  was  a  big  picture 
view,  the  school  system  could  say,  'Okay,  DMR  is  going  to  inherit  this  child  in  a  few 
years,  if  we  don't  do  something.  So  let's  either  get  DMR  or  DPH  or  some  state  agency 
to  help  subsidize  the  cost  of  helping  some  of  these  children  early  when  we've  got  a 
chance  to  help  these  problems.'" 

Families  recommended  public  education  and  advocacy  at  multiple  levels,  in 
order  to  educate  professionals  (including  nurses,  teachers,  social  workers,  medical 
personnel)  about  the  needs  of  children  with  disabilities  and  their  families.  "There  just 
needs  to  be  ways  of  educating  people  to  be  more  sensitive  to  the  personhood  (of 
individuals  with  disabilities).  You  know,  they're  a  person  and  they're  also  part  of  the 
family."  Parents  of  medically  fragile  children  were  particularly  concerned  about  the  need 
to  educate  teachers  in  accommodating  their  children's'  needs  in  school  settings.  The 
need  to  educate  legislators  about  the  importance  of  family  supports  was  also 
suggested.  In  addition,  the  importance  of  self-education  was  stressed,  particularly 
through  leadership  seminars  and  training  in  educational  advocacy.  "We  need  to  be  well 
educated  and  know  exactly  what  we  want  and  that  we  won't  settle  for  less." 

Key  Findings 

Overall,  six  key  themes  were  raised  by  families  in  focus  group  discussions. 

1.  Flexible  family  supports  enhanced  the  well-being  of  individuals  with  disabilities  and 
their  families. 

Parents  were  overwhelmingly  positive  in  their  accounts  of  the  impacts  of  flexible 
supports.  They  felt  that  these  supports  made  differences  in  the  lives  of  their  children, 
themselves,  and  for  their  families  as  a  whole.  Not  only  did  flexible  funding  allow 
parents  to  pay  for  specific  therapies,  medications,  and  adaptive  aids  which  they 
otherwise  could  not  afford,  the  family  supports  enabled  parents  to  involve  their  children 
in  social  and  recreational  activities  which  provided  much  needed  opportunities  for 
inclusion  in  their  own  communities.  For  the  parents,  flexible  supports  provided  the 
"power  to  choose,"  opportunities  for  choice,  empowerment,  decision-making,  validation, 
and  dignity,  which  they  viewed  as  critical  to  their  caregiving  roles  and  their  family's  well- 
being. 

2.  Although  flexible  supports  were  highly  valued,  many  parents  acknowledged  the 
significant  time,  commitment,  and  knowledge  required  of  them  in  order  to  make 
effective  use  of  these  supports. 
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Advocacy  for  their  children  was  often  considered  "a  full-time  job."  Some  family- 
directed  projects  required  that  parents  have  the  time,  motivation,  and  capacity  to 
undertake  time-consuming  responsibilities.  A  major  time  commitment  required  of 
families  was  the  extensive  paperwork  and  documentation  necessary  to  apply  for, 
obtain,  or  be  reimbursed  for  services.  Some  parents  curtailed  or  put  their  careers  on 
hold  to  attend  to  the  pressing  family  responsibilities  involved  in  caring  and  advocating 
for  their  children  with  disabilities.  Many  parents  discussed  concerns  about  potential 
burnout  in  their  caregiving  roles,  given  the  expectations  and  time  demands  placed  upon 
them. 

3.  Numerous  systemic  barriers  made  it  difficult  for  families  to  access  and  utilize 
individual  and  family  supports. 

Among  the  most  pressing  barriers  were:  restrictive  service  eligibility  criteria;  lack 
of  information  and  outreach;  inflexible  coverage  of  Medicaid  and  other  health  insurance 
programs;  lack  of  inter-agency  coordination  of  services;  lack  of  qualified  staff;  and  lack 
of  choice  of  providers.  The  system  of  supports  for  individuals  and  families  was  viewed 
as  fragmented  and  crisis-driven.  Falling  through  the  cracks  of  the  service  system  was  a 
common  occurrence.  Families  cited  the  need  for  a  single  system  of  entry  and  for 
agencies  to  "cross  boundaries"  in  meeting  the  needs  of  families. 

4.  Specialized  support  needs  were  expressed  by  families  with  medically  fragile 
children,  families  with  elderly  caregivers,  and  families  from  minority  cultures. 

These  families  expressed  needs  for  specialized  information,  outreach,  and 
supports  in  order  to  enable  their  family  members  to  live  at  home  and  be  included  in  their 
communities.  Each  of  these  groups  faces  unique  challenges  in  accessing  family 
supports  which  are  responsive  to  their  families'  specific  needs,  cultures,  and  life  stage. 

5.  Families  want  supports  which  are  proactive  and  preventive  in  focus. 

Instead  of  waiting  for  crises  to  occur  before  becoming  eligible  for  services, 
families  need  supports  on  an  ongoing  basis  to  help  avert  future  crises.  Parents 
stressed  the  importance  of  "fluidity"  in  supports,  which  could  respond  to  the  "roller 
coaster"  ups  and  downs  of  families.  Addressing  the  mental  health  needs  of  the  entire 
family  (including  counseling  for  siblings  and  parents)  was  viewed  as  an  important 
preventive  measure  to  enhance  family  well-being. 

6.  Families  noted  marked  improvement  over  the  past  two  decades  in  the  flexibility  and 
array  of  family  supports  available. 

Parents  of  older  adults  have  witnessed  a  major  change  from  earlier  years  when 
family  supports  were  limited  primarily  to  minimal  allotments  of  respite,  for  inflexible 
periods  of  time,  in  out-of-home  respite  facilities.  In  contrast,  families  perceive  the 
current  system  as  offering  a  greater  array  of  supports,  with  more  opportunities  for 
choice  and  flexibility.  Despite  these  improvements  over  time,  families  stress  the 
continuing  need  for  greater  amounts  of  and  more  equitable  access  to  flexible  family 
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supports. 
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Number  of  Participants 

Mothers 
Fathers 
Significant  Others 

TABLE  1 

:  FOCUS  GROUP  PARTICIPANTS 

31 
21 

8 

2 

Number  of  Families                               26 

(In  5  cases,  both  parents/partners  participated) 

Marital  Status 

Married 
Divorced 
Single 
Widowed 

21 
3 

1 
1 

Race/Ethnicity 

White 
Black 
Hispanic 
Asian 

18 
2 
2 
2 

Age  of  Child  with  Disability 

Range 

2  to  37 

years 

Types  of  Developmental  Disabilities 

Autism,  Mental  Retardation,  Down  Syndrome,  Pervasive  Developmental  Delay, 
Cerebral  Palsy,  and  Multiple  Medical  Conditions 

Family  Supports  Most  Freq 

Respite 

Case  Management 
Support  Groups 
Cash  Assistance 

uently  Utilized 

20 
13 
12 

11 
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CHAPTER  FOUR 
CONCLUSIONS  AND  RECOMMENDATIONS 


The  landscape  of  family  support  services  for  families  of  individuals  with 
developmental  disabilities  has  dramatically  changed  over  the  past  two  decades,  both 
nationally  and  in  Massachusetts.  There  has  been  significant  growth  in  the  development 
of  family  supports  which  flexibly  respond  to  the  needs  and  strengths  of  individuals  and 
families.  However,  the  extent  of  the  state's  commitment  and  resources  for  family 
supports  has  been  uneven,  and  numerous  systemic  barriers  exist.  Based  upon  the 
findings  of  the  various  research  activities  undertaken  in  this  project,  we  make  the 
following  recommendations  for  utilization  and  potential  expansion  of  family  supports  in 
Massachusetts: 

1.  Expand  flexible  support  options  for  families  with  individuals  with  developmental 
disabilities  living  at  home. 

Focus  group  participants  provided  evidence  of  the  overwhelmingly  positive 
impacts  flexible  supports  have  on  their  children  with  disabilities  and  on  their  families  as 
a  whole.  Some  of  the  impacts  of  flexible  supports  cited  by  families  included  prevention 
of  out-of-home  placement,  opportunities  for  community  inclusion  of  the  child  and  family, 
development  of  parental  knowledge  and  advocacy  skills,  and  ability  for  parents  to 
maintain  part-time  employment  outside  of  the  home.  Families  receiving  flexible  cash 
assistance  used  these  funds  in  numerous  ways  to  pay  for  items  and  services  which 
they  might  otherwise  be  unable  to  afford,  such  as:  therapies,  medications,  adaptive 
equipment,  and  home  adaptations  not  reimbursable  by  medical  insurance  or  other 
providers;  costs  associated  with  medical  emergencies  or  other  crises;  classes, 
activities,  and  recreational  equipment  for  the  child;  and  computers  and  educational 
materials  for  home  use  by  the  child  and  family. 

Families  value  the  "power  to  choose"  afforded  by  flexible  family  supports, 
particularly  cash  assistance  programs.  Flexible  funding  options  enable  families  to  plan 
and  purchase  supports  customized  to  the  individual  needs  of  their  families.  However, 
there  is  wide  variation  in  the  availability  and  utilization  of  these  supports.  Based  upon  a 
survey  of  DMR  supports,  it  is  estimated  that  43%  of  families  currently  utilize  DMR 
flexible  funding.  There  is  a  need  to  expand  these  flexible  options  in  order  to  serve  more 
families. 

Cash  assistance  alone  cannot  address  the  full  range  of  support  needs  of 
families.  Another  critical  support  identified  by  many  families  was  case  management  - 
the  assistance  of  a  service  coordinator  or  broker  to  help  families  navigate  the  complex 
service  system.  Case  managers  helped  families  obtain  program  information  and 
connect  with  services  and  resources  across  multiple  agencies.  Without  the  assistance 
of  effective  case  managers,  some  families  were  forced  to  "tough  it  out"  and  "piecemeal 
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the  thing  together." 

Some  agencies  (most  notably  DMR  and  DPH)  have  made  significant  progress  in 
providing  flexible  family  support  options,  including  flexible  funding,  case  management, 
and  direct  services.  There  needs  to  be  continued  effort  by  these  agencies,  as  well  as 
by  other  agencies  identified  in  this  report,  to  develop  and  expand  sources  of  family- 
focused  support.  Increased  flexible  supports  will  help  reduce  or  eliminate  some  of  the 
administrative  and  systemic  barriers  currently  experienced  by  families  and  address 
areas  of  unmet  needs  identified  by  families  and  agencies. 

2.  Involve  more  families  and  consumers  in  decision-making  about  family  support 
policies  and  resources. 

Flexibility  of  supports  depends  upon  consumer  and  family  involvement  in  the 
development  of  these  services.  Family-driven  supports  require  that  families  and 
consumers  assume  primary  responsibility  for  choice  and  decision-making,  not  only  in 
planning  their  own  supports,  but  in  overall  program  planning.  In  comparison  to  other 
state  agencies,  DMR  and  DPH  have  made  significant  progress  in  developing  and 
attempting  to  implement  family-driven  policies.  For  example,  DMR  Guidelines  stipulate 
that  each  family  support  agency  must  have  a  Family  Council  consisting  of  a  majority  of 
family  members  whose  role  it  is  to  have  influence  over  the  planning,  implementation, 
and  evaluations  of  services  and  supports. 

However,  implementation  of  these  family-driven  policies  is  uneven  across  the 
state.  In  a  study  of  DMR's  Family  Support  Guidelines,  it  was  found  that  50%  of  the 
family  respondents  had  not  participated  in  the  development  of  a  Family  Support  Plan 
and  about  20%  felt  that  they  rarely  experienced  opportunities  for  increased  control. 
Moreover,  in  a  recent  study  of  DMR  family  support  provider  agencies,  conducted  by  the 
Governor's  Commission  on  Mental  Retardation,  most  agencies  revealed  that  they  did 
not  include  families  in  fiscal  decisions  other  than  their  own  allocations,  and  reported  a 
lack  of  awareness  and  experience  with  family-directed  and  family-governed  programs. 

Both  agency  providers  and  families  may  benefit  from  training  and  technical 
assistance  in  ways  to  effectively  involve  families  and  consumers  in  family  support  policy 
making  and  fiscal  decisions. 

3.  Improve  interagency  planning  and  coordination  of  supports  and  services. 

Given  the  realities  of  differing  eligibility  criteria  and  separate  funding  streams 
across  state  agencies,  fragmentation  of  services  creates  a  serious  risk  to  individuals 
and  families  of  falling  through  the  cracks  between  various  agencies'  service  systems. 
Families  stress  the  need  for  a  single  point  of  entry  and  for  agencies  to  "cross 
boundaries"  in  meeting  the  needs  of  families.  Too  often,  families  perceive  that 
agencies  involved  in  the  care  of  their  children  do  not  talk  to  each  other,  resulting  in 
gaps  in  services,  duplicative  procedures  and  paperwork,  contradictory  information,  and 
cost  inefficiencies. 
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Recent  interagency  collaborations  between  the  Departments  of  Mental 
Retardation,  Public  Health,  and  Education  show  great  promise  in  planning  and 
coordinating  family  support  service.  These  partnerships  should  serve  as  models  which 
can  be  applied  to  coordination  of  services  with  other  agencies,  such  as  the  Division  of 
Medical  Assistance,  Department  of  Social  Services,  or  the  Executive  Office  of  Elder 
Services.  As  family  supports  become  more  integrated  across  agencies,  families  will 
face  fewer  barriers  and  boundaries. 

We  propose  the  formation  of  a  state  interagency  planning  team  to  take  a  "big 
picture"  view  of  family  supports  for  persons  with  developmental  disabilities  across  the 
different  agencies  The  purpose  of  the  team  would  be  to  develop  joint  strategies  to 
improve  the  overall  support  system  and  address  unmet  needs.  The  team  would 
examine  ways  to  coordinate  and  improve  information  and  outreach  to  families, 
streamline  intake  and  eligibility  procedures  across  agencies,  coordinate  case 
management,  improve  flexibility,  and  promote  cost-effectiveness. 

This  team  would  include  agency  representatives  most  knowledgeable  about 
family  supports  from  each  of  the  following  agencies:  Commission  for  the  Blind; 
Commission  for  the  Deaf  and  Hard  of  Hearing;  Department  of  Mental  Health; 
Department  of  Mental  Retardation;  Department  of  Public  Health;  Department  of  Social 
Services;  Developmental  Disabilities  Council;  Division  of  Medical  Assistance;  and  the 
Rehabilitation  Commission.  In  addition,  the  team  would  include  family  and  consumer 
representatives  in  order  to  obtain  the  "reality"  perspectives  of  those  most  directly 
affected.  We  suggest  that  MDDC  take  lead  responsibility  for  initiating  and  staffing  this 
team,  given  the  interagency  mandate  and  functions  of  the  Council. 

In  order  to  establish  family  support  planning  and  coordination  as  a  legislative 
priority,  the  Massachusetts  Families  Organizing  for  Change  has  filed  a  bill  with  the 
Massachusetts  Legislature  which  would  provide  a  variety  of  flexible  home  and 
community  supports  for  individuals  with  disabilities  or  chronic  illnesses  and  their 
families.  The  proposed  legislation  would  require  each  of  seven  state  agencies  to  create 
an  Individual  and  Family  Support  Plan  with  its  own  budget  line,  develop  annual 
Individual  and  Family  Support  agency  plans  in  conjunction  with  self-advocates  and 
family  advocates,  provide  consumer  developed  guidelines  for  agencies  to  use  when 
developing  needed  supports,  and  designate  the  Departments  of  Mental  Retardation 
and  Public  Health  to  serve  as  lead  agencies  in  these  efforts. 

Family  support  legislation  such  as  the  proposed  bill  would  help  formalize  public 
commitment  and  resources  for  families  caring  for  individuals  with  disabilities  and  raise 
the  awareness  of  government  officials  and  the  general  public  about  family  supports  and 
the  importance  of  funding  family  support  initiatives.  Presence  of  a  state  legislative 
mandate  is  recognized  nationally  as  one  of  the  principal  components  of  comprehensive 
family  support  systems.  Although  Michigan  and  Rhode  Island  (whose  innovative  family 
support  models  are  described  in  Chapter  Two)  do  not  have  family  support  legislative 
mandates,  they  have  both  established  public  priority  and  resources  for  support  of  these 
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families. 

4.  Increase  utilization  of  "generic"  family  supports. 

While  some  agencies  provide  "specialized"  supports  targeted  specifically  to 
families  of  individuals  with  disabilities  (e.g.,  DMR  and  DPH),  other  agencies  supports 
are  more  "generic"  in  that  they  are  offered  to  a  broader  group  of  families,  some  of 
whom  may  have  family  members  with  disabilities  (e.g.,  DOE  or  EOEA).  Our  findings 
suggest  that  generic  family  supports  are  not  widely  utilized  by  families  of  individuals 
with  developmental  disabilities. 

State  agencies  providing  generic  supports  have  no  data  on  the  extent  to  which 
families  with  persons  with  developmental  disabilities  utilize  these  services.  However, 
anecdotally,  agency  officials  did  not  provide  evidence  of  wide  use  by  this  population.  In 
a  study  of  DMR  Family  Support  Guidelines,  60%  of  the  family  respondents  reported  that 
increased  utilization  of  community-based  generic  supports  was  rare  or  not  applicable  to 
their  family  situations.  Moreover,  focus  group  participants  in  our  study  made  no 
mention  of  using  generic  supports,  such  as  DOE's  Massachusetts  Family  Network  or 
the  Home  Care  Program  of  the  Executive  Office  of  Elder  Affairs.  The  world  of  family 
supports  for  this  population  appears  to  focus  exclusively  on  specialized  services 
provided  by  disability  agencies  such  as  DMR,  DPH,  or  DMA. 

Two  state  agencies,  the  Department  of  Mental  Health  (DMH)  and  the 
Department  of  Social  Services  (DSS)  declined  to  participate  in  our  study  because  their 
mandates  did  not  include  provision  of  services  to  families  of  individuals  with 
developmental  disabilities.  However,  in  reviewing  program  materials  provided  by  these 
two  agencies,  it  is  clear  that  they  both  offer  some  home  and  family-based  services 
which  might  benefit  individuals  with  developmental  disabilities  and  their  families. 

While  specialized  supports  clearly  play  a  vital  role  in  these  families'  lives,  heavy 
reliance  on  specialized  services  is  not  necessarily  desirable,  cost-effective,  or 
consistent  with  agencies'  policy  objectives.  Including  more  generic  options  in  the  menu 
of  available  supports  may  promote  more  opportunities  for  inclusion,  increase  integration 
of  services,  and  avoid  duplication  of  services.  By  utilizing  generic  services  to  a  greater 
extent  wherever  possible,  the  specialized  agencies  would  be  better  able  to  use  their 
limited  resources  for  those  supports  not  otherwise  available.  In  order  to  foster  broader 
utilization  of  generic  supports,  agencies  need  training  regarding  how  to  make  their 
services  more  accessible  to  families  of  individuals  with  developmental  disabilities,  and 
families  need  more  information,  outreach,  and  assistance  with  accessing  these 
supports. 

5.  Increase  utilization  of  non-state  sources  of  funding  for  family  supports. 

Family  supports  are  funded  primarily  by  state  revenues,  with  DMR  funds 
assuming  the  largest  role.  Although  the  DMR  family  support  budget  has  continued  to 
increase  annually,  we  cannot  expect  that  the  funds  of  DMR  or  other  agencies  will 
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continue  to  grow  each  year  in  sufficient  amounts  to  address  future  demands.  It  is 
therefore  important  to  broaden  the  base  of  family  support  funding  by  increasing 
utilization  of  non-state  revenues  wherever  possible. 

The  primary  funding  mechanism  used  to  supplement  state  revenues  for  services 
to  persons  with  disabilities  and  their  families  has  been  the  federal  Medicaid  Home  and 
Community  Based  Waiver  (HCBW)  Program.  While  Massachusetts  has  increased  its 
utilization  of  HCBW  monies  to  fund  a  variety  of  services  to  individuals  with  disabilities, 
this  source  of  funds  has  not  been  used  to  pay  for  family  support  services  (with  the 
exception  of  case  management).  DMR  officials  report  that  it  is  difficult  to  translate  the 
agency's  individualized  flexible  family  supports  into  service  units  which  can  be  billed  to 
and  reimbursed  under  the  Medicaid  Waiver. 

While  it  is  critical  to  maintain  the  flexibility  of  supports  provided  to  families,  there 
may  be  ways  to  utilize  HCBW  funds  creatively  to  help  finance  these  supports.  Many 
innovative  family  support  models  in  other  states  creatively  utilize  HCBW  funds, 
including  Michigan,  Montana,  Rhode  Island,  Wisconsin,  and  Vermont.  Some  states 
have  extended  HCBW  services  to  specific  subpopulations  (e.g.,  infants  and  toddlers, 
individuals  with  acquired  brain  disorder  or  traumatic  brain  injury,  or  persons  who  need 
less  intensive  services  than  typically  provided  through  HCBW).  Other  states  have 
shifted  their  waiver  programs  to  managed  care  models,  or  attempted  to  integrate 
several  Medicaid  funding  streams  in  order  to  minimize  the  fragmentation  of  categorical 
programs.  Massachusetts  needs  to  further  explore  how  HCBW  funds  might  be  more 
widely  used  without  jeopardizing  the  flexibility  of  the  supports  provided. 

Another  financing  mechanism  currently  utilized  by  DMR  is  the  use  of  public- 
private  partnerships,  in  which  families  may  cost-share  with  DMR  to  create  flexible 
service  options  to  address  their  family  members'  needs.  In  some  cases,  families  with 
resources  may  contribute  their  home  or  monies  to  help  finance  a  home  or  other  living 
arrangement  for  the  adult  with  disabilities.  While  these  partnerships  offer  a  creative 
approach  to  addressing  the  needs  of  some  families,  this  method  should  be  evaluated  in 
terms  of  its  impacts  and  cost-effectiveness.  Some  critical  policy  questions  which  have 
been  raised  regarding  this  approach  are  the  extent  to  which  these  partnerships  may:  I) 
free  up  public  monies  to  serve  other  families  in  need  who  do  not  have  private  resources 
to  contribute,  and/or  2)  lead  to  a  reduction  of  public  funds  for  the  participating  family 
partners.  Specific  legal  and  administrative  policies  for  these  partnerships  need  to  be 
established  in  order  to  ensure  the  current  and  long-term  viability  of  these  arrangements 
and  to  protect  the  interests  of  all  parties  involved.  Both  providers  and  families  need 
information  and  assistance  in  carefully  evaluating,  planning,  and  implementing  these 
arrangements. 

6.  Address  inequities  in  the  availability  of  and  access  to  family  supports. 

There  is  wide  variation  in  state  agencies'  priorities  and  eligibility  criteria  for  family 
support  services,  based  upon  individual  and  family  factors  such  as:  type  of  disability, 
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severity  of  disability,  degree  of  crisis  or  risk,  and  financial  status  of  child  and/or  family. 
Family  focus  group  participants  expressed  dissatisfaction  with  the  "hit  or  miss"  eligibility 
criteria  for  family  and  individual  supports.  Some  families  felt  that  they  did  not  receive 
services  because  their  child's  needs  were  too  severe,  while  other  families  described 
instances  in  which  their  family  was  denied  services  because  the  child's  needs  were 
deemed  not  severe  enough.  Similarly,  the  categorical  nature  of  eligibility  criteria  for 
many  support  programs  (based  on  specific  diagnoses  or  conditions)  resulted  in 
exclusion  of  many  families  of  individuals  whose  disabilities  did  not  fit  the  "correct" 
labels. 

Availability  and  access  to  supports  also  varied  widely  depending  upon 
geographical  area  of  the  state,  with  some  areas  offering  more  flexible  and  family- 
directed  options  than  others.  Families  often  felt  "locked  in"  to  the  specific  family  support 
providers  in  their  region.  They  cited  concern  about  the  uneven  availability  of  family 
supports  offered  by  different  providers. 

Another  inequity  perceived  by  parents  was  the  extent  to  which  the  family  support 
system  is  crisis-driven,  resulting  in  priority  given  to  families  with  most  severe  needs. 
While  families  clearly  recognize  the  need  to  serve  individuals  and  families  in  severe 
crisis,  they  expressed  dissatisfaction  with  a  system  which  seems  to  respond  almost 
exclusively  to  emergency  situations.  This  often  resulted  in  families  having  to  beg  or 
make  themselves  look  as  bad  as  possible  in  order  to  obtain  services.  Families 
recommend  that  more  preventive  and  proactive  family  supports  be  provided  in  order  to 
respond  to  a  broader  range  of  family  needs  and  to  help  avert  future  crises. 

There  is  a  need  for  each  agency  to  clearly  define  and  communicate  its  eligibility 
criteria  and  priorities,  and  consistently  implement  these  policies  with  all  families.  In 
addition,  agencies  need  to  jointly  review  their  eligibility  policies,  in  order  to  identify 
inconsistent  or  conflicting  standards  which  may  lead  to  gaps  in  services  for  some 
individuals  and  families.  Improved  inter-agency  and  intra-agency  planning  and 
coordination  of  services  will  help  pinpoint  and  address  some  of  these  inequities. 
Moreover,  greater  utilization  of  generic  family  supports  may  help  the  overall  system 
respond  preventively  to  a  broader  range  of  families. 

7.  Advocate  for  more  flexible  health  care  coverage  for  individuals  with  disabilities  and 
their  families. 

Reform  of  MassHealth  and  health  insurance  is  needed  to  broaden  the  standard 
of  "medical  necessity,"  provide  coverage  for  a  greater  range  of  therapies,  medications, 
and  equipment,  and  address  the  long-term  health  care  needs  of  individuals  with  chronic 
illnesses.  One  of  the  major  barriers  cited  by  family  focus  group  participants  was  the 
inflexibility  of  MassHealth  and  health  insurance  programs.  Narrow  standards  of 
"medical  necessity"  and  the  lack  of  coverage  for  long-term  health  care  needs  frequently 
resulted  in  individuals  with  disabilities  not  receiving  needed  services  or  parents  paying 
for  costly  services  out-of-pocket.  For  example,  families  of  medically  fragile  children  or 
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children  with  chronic  illnesses  cited  the  lack  of  coverage  of  various  therapies,  over  the 
counter  medications,  toileting,  bathing,  and  hygiene  care,  and  adaptive  equipment. 
DMR  and  DPH  flexible  cash  assistance  funds  are  frequently  utilized  by  families  to  pay 
for  these  medical-related  expenses  not  covered  by  insurance. 

8.  Develop  targeted  outreach  strategies  for  families  who  are  unserved  or  underserved 
(including  medically  fragile  children,  elder  caregivers,  and  families  from  diverse 
cultural/ethnic  backgrounds). 

We  need  to  develop  better  strategies  to  identify  and  respond  to  the  needs  of 
unserved  and  underserved  families.  There  are  currently  1,731  families  who  are  on  a 
waitlist  for  DMR  family  supports  (i.e.,  in  need  of,  but  not  currently  receiving  any  family 
support).  Of  these  families,  373  are  also  waiting  for  residential  and/or  day  services  for 
their  child.  The  DMR  waitlist  figures  do  not  include  persons  who  are  underserved 
(receiving  some  services  but  in  need  of  additional  supports)  or  families  who  are  not 
connected  with  the  DMR  system.  Family  to  Family,  a  collaborative  effort  of  Arc 
Massachusetts,  the  Citizen  Advisory  Boards  of  DMR,  and  Massachusetts  Families 
Organizing  for  Change,  has  reached  out  to  families  on  DMR  waitlists  and  developed 
regional  family  support  networks.  Other  state  agencies  (which  do  not  currently  maintain 
waitlist  data)  also  need  to  examine  the  extent  to  which  families  may  be  unserved  or 
underserved  and  ways  to  address  these  unmet  needs. 

There  is  also  a  need  for  targeted  outreach  to  address  the  specialized  needs  of 
particular  groups  of  families,  including  those  with  medically  fragile  children,  families  with 
elderly  caregivers,  and  families  from  minority  cultures.  These  groups  need  information 
and  outreach  responsive  to  their  families'  needs,  cultures,  and  life  stages.  For 
example,  families  of  medically  fragile  children  want  specific  information,  training  and 
resources  to  help  them  care  for  their  children  at  home  and  include  them  in  their  schools 
and  communities.  Elderly  caregivers  need  assistance  with  future  planning  (e.g., 
guardianship,  financial,  and  residential  planning)  to  make  arrangements  for  their  sons 
or  daughters  when  they  are  no  longer  able  to  provide  care.  Families  from  cultural  and 
ethnic  minorities  need  information  in  their  native  languages  and  support  services  that 
are  sensitive  to  their  cultural  values  and  family  backgrounds. 

9.  Provide  information  about  programs  and  resources  to  families  to  enable  them  to  be 
effective  decision-makers. 

Information  is  "power"  for  families,  enabling  them  to  identify  and  access  needed 
supports.  However,  many  families  cited  lack  of  information  (and  sometimes 
misinformation)  by  case  managers  and  social  workers.  Better  methods  are  needed  for 
staff  to  communicate  with  families  and  provide  clear  and  current  information  about 
available  resources.  In  addition  to  program  and  resource  information,  families  need 
information  and  training  on  how  to  plan  for  and  utilize  supports.  Flexible  supports  are 
premised  on  the  assumption  that  families  are  the  "experts"  in  planning  and  customizing 
individual  and  family  supports.  However,  some  families  may  benefit  from  training  and 
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support  regarding  how  to  utilize  flexible  supports,  including  how  to  plan,  decide,  and 
arrange  supports.  Information  on  these  topics  will  strengthen  families'  knowledge, 
advocacy,  and  decision-making  skills. 

10.  Educate  direct  care  staff,  professionals,  and  legislators  about  the  needs  of  families 
and  the  importance  of  family  supports. 

A  major  concern  of  family  focus  group  participants  was  the  lack  of  qualified  staff 
(particularly  nurses,  home  health  aides,  social  workers,  and  respite  workers)  providing 
family  supports.  Parents  also  cited  the  lack  of  knowledge,  inexperience,  and  fears  of 
school  personnel  in  accommodating  their  children's  needs  in  public  school  settings. 
Therefore,  there  is  a  need  to  educate  staff  at  all  levels  about  the  needs  of  children  with 
disabilities  and  their  families  and  about  ways  to  support  and  include  them  in  their 
homes,  schools,  and  communities.  Both  agency  officials  and  families  recognize  that 
low  salaries  of  these  workers  make  it  difficult  to  educate,  attract  and  keep  staff  in 
programs.  Increasing  the  salaries  of  direct  care  staff  is  needed  to  promote  staff 
education  and  improve  the  quality  of  care  for  individuals  with  developmental  disabilities 
and  their  families. 

The  need  to  educate  legislators  and  the  general  public  about  the  importance  of 
family  supports  is  also  recommended  in  order  to  promote  opportunities  for  community 
inclusion  and  acceptance  of  these  families. 

1 1.  Conduct  research  on  the  implementation  and  effectiveness  of  family  supports. 

Most  agencies  do  not  collect  data  on  the  extent  of  family  supports  provided  to 
families  or  on  the  effectiveness  or  outcomes  of  these  supports.  However,  it  is  difficult  to 
justify  increasing  budgetary  allotments  for  these  services  without  systematic  outcome 
data.  It  is  therefore  critical  that  all  agencies  providing  family  support  services  assess 
the  extent  to  which  its  policies  are  implemented  and  effective. 

Some  agencies  collect  minimal  reporting  data  on  consumer  satisfaction  with 
services,  but  these  data  are  typically  collected  at  the  local  program  level,  are  not 
aggregated,  and  are  not  specific  to  family  support  services.  There  is  no  evidence  that 
these  minimal  data  sources  have  been  utilized  to  inform  or  revise  agency  policies  or 
practices. 

In  our  survey,  DMR  was  the  only  agency  which  had  gathered  data  in  two 
separate  independent  studies  to  evaluate  the  implementation  and  impact  of  the  DMR 
Family  Support  Guidelines  and  to  examine  the  effectiveness  of  three  pilot  projects 
involving  family-driven  networks  of  support.  DMR  should  be  recognized  for  its  efforts  to 
obtain  these  initial  sets  of  data,  although  the  generalizability  of  these  studies'  findings  is 
limited  and  the  lack  of  pre-post  design  precludes  assessment  of  change  over  time. 

12.  Replicate  and  disseminate  information  about  innovative  family  support  models. 

There  are  many  exciting  and  innovative  models  of  family  support  currently  being 
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utilized  both  within  Massachusetts  and  nationwide.  (See  Chapter  Two,  Innovative 
Models  of  Family  Support,  for  descriptions  of  three  innovative  programs  within 
Massachusetts  and  two  out-of-state  comprehensive  family  support  systems).  Many 
innovative  programs  are  demonstration  or  pilot  projects,  receiving  funds  for  a  fixed  brief 
period  of  time.  It  is  important  to  gather  data  about  the  effectiveness  of  these  pilot 
programs  and  to  replicate  them  in  other  settings  in  order  to  assess  the  transferability  of 
these  program  models.  Of  the  three  Massachusetts  innovative  models  described  in 
Chapter  Two,  only  the  Family  Partnerships  Project  has  been  evaluated  and  is  in  the 
process  of  being  replicated  in  other  regions  of  the  state. 

This  study  has  identified  critical  values,  policies,  and  program  features  of 
selected  innovative  family  support  models  which  agencies  and  families  should  consider 
in  planning  and  developing  new  programs.  Specific  program  information  about  these 
models  should  be  shared  with  agencies,  providers,  and  families,  via  publications, 
websites,  and  conferences.  Instead  of  re-inventing  the  wheel,  agencies  which  plan  to 
develop  and  fund  flexible  family  supports  can  build  on  other  projects'  experiences  and 
successes.  Families  who  obtain  information  on  these  models  may  spur  development  of 
innovative  programs  in  their  own  communities. 

The  innovative  models  identified  in  this  study  reflect  core  principles  or  values 
regarding  the  importance  of  family  and  consumer  choice  and  decision-making,  and  the 
rights  of  individuals  with  disabilities  to  live  with  their  families  and  be  included  in  their 
communities.  Agencies  interested  in  adopting  these  program  models  would  need  to 
share  similar  values  which  are  critical  to  the  success  of  flexible  family  supports. 
Although  positive  steps  have  been  taken  by  DMR  and  other  state  agencies  to  promote 
innovative  programs,  more  efforts  are  needed  to  expand  flexible  support  options  for 
families  of  individuals  with  developmental  disabilities. 
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APPENDIX  B 
QUESTION  AREAS  FOR  STATE  AGENCY  INTERVIEWS 
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School  of  Social  Work 

264  Ray  State  Road 

Boston,  Massachusetts  02215 

Tel:  617/353-3750 
Fax:  617/353-5612 


QUESTION  AREAS  FOR  STATE  AGENCY  INTERVIEWS 

12/15/97 

Definition  of  family  support  (articulated  by  the  Developmental  Disabilities  Council,  The 
Department  of  Mental  Retardation  and  research  by  the  Human  Services  Research 
Institute):  Family  supports  are  services,  resources,  and  other  types  of  assistance  to  enable 
individuals  of  any  age  with  developmental  disabilities  to  live  at  home  with  their  families 
and  to  be  welcomed,  contributing  members  of  their  home  communities.  Types  of  family 
supports  typically  fall  into  the  following  categories  (Human  Services  Research  Institute): 
1)  core  services  (e.g.,  respite,  home  health  aide  or  homemaker,  environmental  adaptations, 
parent  training);  2)  case  management/service  coordination;  3)  financial  assistance  (e.g., 
discretionary  cash  subsidy,  vouchers,  reimbursement);  and,  4)  traditional  developmental 
services  delivered  in-home  (e.g.,  nursing,  behavior  management,  physical  therapy). 


For  Each  Program/Service 

I.  PROGRAM  DESCRIPTION 

a)  Types/Models  of  family  supports  offered  by  the  agency 

b)  Family  support  definition/guidelines 

c)  Family  support  goals 

d)  Eligibility  criteria 

1)  Are  there  criteria  re:  Family?  Disability?  Age?  Income? 

2)  How  do  you  set  priorities,  procedures  to  apply? 

II.  UTILIZATION 

a)    Number  of  families  receiving  support 


Sixty  yean 
of  excellence 
in  graduate 
social  work 
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b)  Number  of  families  with  a  developmentally  disabled  family  member  receiving  support 

c)  Demographic  profile  of  families  receiving  support  . .  .number  of  families  utilizing  support  by: 

1)  type  of  support 

2)  type  of  disability 

3)  age  of  individual 

4)  race/ethnicity 

5)  family  status 

6)  income  level 

d)  Waiting  list  for  family  support 

1)  Number  of  families  waiting  for  family  supports 

2)  Which  programs  are  they  waiting  for? 

3)  Priorities 

4)  How  do  you  move  off  of  the  waiting  list? 

e)  Extent  of  unmet  need 

l)Who  is  most  in  need  (e.g.,  parents  of  children  turning  22,  older  caregivers)? 

f)  Barriers  to  utilization  by  families  with  relatives  with  developmental  disabilities 
III.  FLEXIBILITY 

a)  Extent  of  family  choice  and  decision  making  (in  type,  duration,  frequency  or  providers  of 
supports) 

b)  Extent  of  focus  on  family  versus  individual  needs 

c)  Cultural  sensitivity/responsiveness  of  supports  (e.g.,  materials  and  information  are  in  the 
language  of  the  family,  availability  of  interpreters)  and  the  number  of  families  utilizing 
culturally  responsive  supports 

d)  Availability  of  flexible  financial  assistance  (cash  stipends,  subsidies);  number  of  families 
receiving  cash  assistance 

e)  Availability  of  family  brokers  (e.g.  an  individual  who  collaborates  with  the  family  and 
developmentally  disabled  individual  to  arrange  and/or  negotiate  supports  without 
diminishing  power  and  decision  making  of  the  family.) 

IV.  EXPENDITURES  n995-presentt 

a)    Expenditures  for  family  support 

1)  Total  funds  allocated  by  program 

2)  Per  family  costs  by  type  of  family  support 

3)  Does  this  vary  from  region  to  region? 


4)    Is  there  a  cap/maximum  to  amount  of  support  a  family  receives? 
b)  Sources  of  funding  for  family  supports  (state,  federal,  private,  family  contribution) 

V.  ADMINISTRATION 

a)  How  are  supports  administered  in  the  organization?  (How  are  they  organized?) 

b)  Is  there  collaboration  with  other  agencies  in  provision  of  family  supports? 

c)  Public/private  partnerships  (e.g.,  collaboration  with  families,  advocacy  groups,  or  community 
organization  in  organizing/delivering  family  supports) 

d)  Extent  of  family  decision-making/control  (in  planning,  developing  or  evaluating  supports) 

VI.  RESEARCH 

a)  Evaluation  of  implementation  (how  goals  are  operationalized/implemented  in 
programs/services/supports) 

b)  Evaluation  of  family  and  individual  outcomes 

c)  Evaluation  of  consumer  satisfaction 

d)  Evaluation  of  flexibility  of  supports 

e)  Other  aspects 

VII.  OTHER  RESOURCES 

a)  Innovative  family  support  programs  (in  state  and  outside  of  MA) 

b)  Recruitment  sources  for  family  focus  groups  (family/program/organization  contacts) 
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MCB  provides  supports  to  any  blind  resident  of  Massachusetts.  Two  programs 
serve  individuals  with  developmental  disabilities  and  their  families:  Services  to  Blind 
Children  and  Their  Families  (Children's  Services)  and  Services  for  Deaf-Blind/Multi- 
Handicapped  Individuals  (Deaf-Blind/Multi-Handicapped  Program). 

Program  Goals 

The  goals  of  Children's  Services  are:  "1)  Achieving  or  maintaining  economic  self- 
support  to  prevent,  reduce  or  eliminate  dependency  (not  generally  a  goal  for  minor 
children);  2)  achieving  or  maintaining  age  appropriate  personal  self-sufficiency  and 
independent  functioning;  3)  preventing  or  remedying  neglect,  abuse,  or  exploitation  of 
children  and  adults  unable  to  protect  their  own  interests;  4)  preventing  or  reducing 
inappropriate  out  of  home  placement;  and  5)  assisting  with  referral  for  any  out  of  home 
placement  process"  (Massachusetts  Commission  for  the  Blind,  1995,  p.1). 

One  goal  of  the  Deaf-Blind/Multi-Handicapped  Program  is  to  maintain  the 
individual  at  home  through  vocational  and  social  rehabilitation.  The  Program  also 
seeks  to  enhance  lifestyle,  increase  independence  and  maximize  safety  of  the 
individual  through  residential  services. 

Type  of  Family  Supports 

Children's  Services  offers  a  variety  of  services  which  support  the  family  and 
individual  with  blindness.  Supports  include  case  management,  information  and  referral, 
technical  assistance,  supportive  counseling,  advocacy,  recreation,  camperships  and 
respite.  Collaboration  with  Early  Intervention  Programs  is  also  offered  through 
Children's  Services. 

The  Deaf-Blind/Multi-Handicapped  Program  provides  vocational,  social, 
rehabilitation  and  independent  living  services  to  individuals  who  are  blind  and  have 
other  challenges.  Supports  include  case  management,  homemakers,  specialized 
equipment  (e.g.,  vibra-calls),  home  visits  for  skill  building,  assistance  with  finances,  and 
safety  checks,  day  programs,  and  respite.  Clients  of  the  Deaf-Blind/Multi-Handicapped 
Program  are  followed  throughout  their  lives  and  supports  are  offered  at  different  stages 
of  the  lifespan,  adjusting  services  as  the  clients'  needs  change  due  to  age  or  additional 
disabilities.  The  Deaf-Blind/Multi-Handicapped  Program  is  responsible  for  providing 
supports  to  adults  transitioning  out  of  school  into  the  community.  Transition  plans  are 
developed  and  individuals  receive  services  from  MCB  and  at  times,  from  other  state 
agencies. 

Eligibility 

An  individual  who  meets  the  criteria  for  blindness  is  eligible  for  services  from 
MCB.  MCB  defines  legal  blindness  as  "visual  acuity  with  correction  of  20/200  or  less  in 
the  better  eye-or  a  peripheral  field  of  vision  contracted  to  a  ten  degree  radius  or  less, 
regardless  of  the  visual  acuity"  (Massachusetts  Commission  for  the  Blind,  date 


unknown,  p.  4).  Massachusetts  law  mandates  that  eye  care  providers  report  to  MCB 
within  thirty  days  the  results  of  any  examination  that  has  established  a  diagnosis  of 
legal  blindness.  MCB  is  required  to  maintain  a  registry  of  Massachusetts  residents  who 
are  legally  blind. 

Children  age  fourteen  and  younger  who  are  diagnosed  with  legal  blindness  are 
eligible  for  supports  from  Children's  Services.  Children  who  require  purchased  services 
(e.g.,  respite,  recreation)  are  required  to  have  an  income  at  200%  of  the  poverty  level  or 
lower  to  be  eligible.  Individuals  who  are  age  fourteen  and  older  and  who  are  legally 
blind  and  are  hearing  impaired,  deaf  or  mentally  retarded  or  have  other  disabilities  are 
eligible  to  receive  services  from  the  Deaf-Blind/Multi-Handicapped  Program. 

Application/Enrollment 

Once  an  eye  care  professional  reports  the  result  of  an  examination  diagnosing 
legal  blindness  to  MCB,  the  individual  is  notified  by  mail  and  contacted  by  a  staff 
member  of  MCB  for  an  explanation  of  services  offered  by  the  agency.  In  addition,  MCB 
mails  a  census  every  two  years  to  all  blind  residents  of  Massachusetts,  in  which 
information  about  MCB  is  included. 

After  a  child  is  referred  to  Children's  Services  or  his/her  family  contact  Children's 
Services,  a  Children's  Services  social  worker  arranges  a  home  visit  with  the  child  and 
the  family.    At  the  home  visit  an  Individual  Service  Plan  (ISP)  is  developed  by  the 
family  and  the  social  worker  to  identify  the  goals  and  needs  of  the  family.    Supports 
identified  in  the  ISP  are  provided  to  the  family.    Once  the  child  reaches  age  14,  s/he  is 
transferred  to  MCB's  adult  services.  The  social  worker  works  with  the  family  and  child 
to  prepare  them  for  the  transition. 

Individuals  are  referred  to  the  Deaf-Blind/Multi-Handicapped  Program  by 
parents,  MCB  staff,  local  schools  and  the  individuals  themselves.  Individuals  who  are 
leaving  school  are  provided  services  to  transition  out  of  school  into  the  community. 
Consumers  of  the  Program  are  followed  from  age  14  into  adulthood,  receiving  support 
from  MCB  when  needed  throughout  their  lives. 

Utilization 

There  are  approximately  35,000  persons  who  are  legally  blind  residing  in 
Massachusetts.  Of  those,  nearly  27,000  are  elderly,  1,500  are  children  between  the 
ages  of  birth  to  14,  and  approximately  6,000  are  between  the  ages  of  14  and  65. 
Currently,  there  are  approximately  800  children  receiving  services  from  Children's 
Services. 

There  are  approximately  1,500  to  2,000  individuals  with  blindness  and  mental 
retardation  in  Massachusetts.    MCB  provides  residential  services  to  55  individuals  who 
are  deaf  and  blind  or,  deaf  or  blind  and  mentally  retarded.  Currently,  the  Deaf- 
Blind/Multi-Handicapped  Program  has  350  open  cases,  all  of  whom  receive  case 
management  services  from  the  Program.  In  addition,  50  individuals  receive  respite,  20 
individuals  receive  homemaker  services,  20  individuals  receive  professional  services 
and  50  individuals  receive  vision  utilization  (glasses,  hearing  aides). 


Waitlist/Unmet  Needs 

At  present  there  are  no  waitlists  for  case  management  and  respite  services  from 
Children's  Services.  There  is  a  waiting  list  for  the  Adaptive  Housing  Program.  There 
are  60  people  on  the  waiting  list  at  present,  of  whom  30  are  children. 

There  are  no  waiting  lists  for  supports  offered  by  the  Deaf-Blind/Multi- 
Handicapped  Program. 

Funding 

Funding  for  MCB  supports  comes  from  both  state  and  federal  funds.  The  budget 
for  fiscal  year  1997  for  Children's  Services  was:  $40,000  for  respite;  $85,000  for  after- 
school  socialization  and  recreation;  $7,500  for  interpreter  services;  and  $12,000  for 
travel  for  consumers.  Fiscal  year  1997  expenditures  for  programs  offered  by  the  Deaf- 
Blind/Multi-Handicapped  Program  were:  $50,000  for  respite;    $30,000  for  homemaker 
services;  $4,000  for  vision  utilization;  $4,000  for  client  supplies;  and  $27,000  for 
professional  services. 

Interagency  Collaboration 

MCB  collaborates  with  the  Department  of  Public  Health  (DPH)  and  the 
Department  of  Mental  Retardation  (DMR)  to  provide  access  to  individual  and  family 
supports.  DPH,  DMR  and  MCB  pool  some  respite  dollars  for  MCB  to  access  for 
consumers  with  blindness. 

MCB  has  a  public-private  partnership  with  the  New  England  Regional  Center  at 
the  Perkins  School  for  the  Blind  which  provides  advocacy  for  individuals  with  deafness, 
blindness  and/or  mental  retardation.  MCB  also  works  with  the  Massachusetts 
Association  of  Parents  of  the  Visually  Impaired,  which  provides  support  groups  for 
parents  and  advises  MCB  and  other  agencies  of  unmet  needs  and  access  to  supports. 

Flexibility  and  Family  Choice 

MCB  staff  report  that  MCB  is  as  flexible  as  it  can  be  within  the  constraints  of 
limited  resources.  The  Children's  Services  social  worker  works  with  families  to  develop 
the  Individual  Service  Plan.  Families  identify  the  goals  and  needs  of  providing  care  to 
their  children.  Caseworkers  work  with  individuals  and  families  to  identify  needs  of  Deaf- 
Blind/Multi-Handicapped  Program  consumers.  Family  members  and  friends  are  also 
eligible  to  provide  and  be  paid  for  respite  services. 

Parents  are  encouraged  by  MCB  to  become  involved  in  the  selection  of 
providers  of  MCB  services.  Parents  work  with  MCB  to  approve  vendors  for  contracts 
with  MCB. 

Research 

Satisfaction  surveys  are  mailed  to  consumers  of  services  every  year;  however 
the  results  of  the  surveys  are  not  in  final  form. 
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MASSACHUSETTS  DEPARTMENT  OF  EDUCATION  (DOE) 


DOE  has  two  programs  which  serve  families  including  those  with  children  with 
developmental  disabilities:  the  Massachusetts  Family  Network  Program  (MFN)  and  the 
Community  Partnerships  for  Children  Program  (CPC). 

Program  Goals 

The  statewide  goal  of  MFN  is  to  create  a  system  of  education  and  support  that 
links  together  the  various  resources  and  services  that  "makes  sense"  for  families  and 
providers.  The  MFN  goals  are  to: 

ensure  a  collaborative,  comprehensive,  high  quality  network  of  family 
services  that  is  culturally  sensitive,  welcoming  and  accessible  to  all 
families  with  children  birth  through  age  three;  emphasize  prevention  and 
build  upon  the  strengths  of  families  and  the  existing  resources  in  the 
community;  provide  leadership  opportunities  for  families  and  children;  and 
provide  opportunities  to  build  community  and  interfamily  relationships 
(Department  of  Education,  1997,  p.1 1). 

The  goal  of  CPC  is  to  "improve  the  availability,  accessibility,  comprehensiveness, 
and  equality  of  early  care  and  education  in  the  Commonwealth.  It  aims  to  do  so,  in 
part,  by  promoting  collaboration  among  the  various  sectors  of  the  early  care  and 
education  system  within  communities"  and  by  linking  funding  to  mandated  collaboration 
of  early  care  and  education  providers  in  the  community  (Wertlieb,  Bailis,  Kapuscik, 
1996,  p.  v). 

Types  of  Family  Support 

The  MFN  provides  an  array  of  supports  including  home  visits  for  skill  training, 
health  and  development  screenings  of  infants  and  toddlers,  play  groups,  leadership 
activities  for  parents,  advocacy,  adult  education,  literacy,  transportation,  and  child  care. 
In  addition,  many  network  sites  have  a  Crisis  Fund  for  family  crises. 

The  CPC  is  a  collaboration  of  public  and  private  agencies  (e.g.,  public  school, 
Head  Start,  private  providers  of  early  education)  which  provides  an  integrated  system  of 
early  care  and  education  services,  rather  than  several  categorical  programs  (Wertlieb, 
Bailis,  Kapuscik,  1996).  The  CPC  provides  slots  in  day  care  and  Head  Start,  funds 
parenting  education,  family  supports,  screenings,  referrals,  resource  centers,  effective 
parenting  classes,  and  drop-in  centers. 

Eligibility 

Families  are  eligible  to  participate  in  the  MFN  if  they  have  children  age  birth  to 
three  years.  There  is  no  income  or  disability  eligibility  requirement. 

Children  age  three  and  four  from  working  families  earning  less  than  100%  of  the 
state  median  income  are  eligible  for  early  care  and  education  slots  through  the  CPC. 


Application/Enrollment 

MFN  programs  collaborate  with  local  Head  Start  Programs,  Early  Intervention 
Programs,  family  services,  mental  health  agencies,  public  schools,  Child  Care 
Resources  and  Referral  Agencies  and  recreation  programs.  A  family  broker  is  available 
in  the  MFN  program  and  assists  families  in  accessing  services  and  supports.  All 
services  are  free  of  charge.  Participation  in  MFN  is  voluntary.  Families  can  access  the 
Crisis  Fund  by  submitting  a  request  to  MFN.  A  coalition  that  governs  the  MFN  reviews 
the  request  for  funds  and  determines  if  funds  should  be  allocated. 

The  CPC  program  provides  vouchers  for  education  slots  or  for  direct  slots  to 
families.  Vouchers  can  be  used  at  any  child  care  center  participating  in  the  CPC 
program.  A  family  broker  is  available  to  help  families  negotiate  the  system  and  explain 
services  and  programs. 

Utilization 

There  are  23  MFN  programs  across  the  state  which  serve  13,000  families. 
Within  these  families,  16,000  children  are  served. 

There  are  no  data  available  on  the  number  of  children  and  families  served  by  the 
CPC  program. 

Waitlist/Unmet  Needs 

There  is  no  centralized  waiting  list  for  the  services  offered  through  the  MFN. 
Because  the  program  varies  across  sites  however,  there  may  be  waiting  lists  for 
specific  services  at  specific  sites.  DOE  does  not  collect  information  on  waiting  lists  from 
MFN  programs. 

CPC  has  a  waiting  list  for  early  care  and  education  slots;  however,  information 
on  the  number  of  children  waiting  for  these  slots  was  not  available  from  DOE. 

Funding 

Each  MFN  site  has  a  budget  of  $150,000  per  year.  The  average  expenditure  per 
family  in  1997  was  $200.  There  is  no  cap  on  the  amount  of  services  a  family  can 
access  as  long  as  there  is  a  child  at  home  between  the  ages  of  birth  to  three.  There  is 
some  funding  from  the  Children's  Trust  Fund  which  will  pay  for  services  for  a  child  up  to 
age  five  while  the  child  is  transitioned  to  another  program. 

In  1997,  the  expenditures  for  CPC  were  $60  million  with  an  average  cost  of 
$5,000  per  child.  Each  CPC  program  receives  funding  based  on  the  number  of  all 
three  and  four  year  old  children  in  the  CPC's  community.  There  is  no  cap  to  the 
amount  of  services  a  family  can  receive.  Funding  comes  from  state  and  federal 
sources.  CPC  has  also  worked  with  other  funding  sources  such  as  Head  Start  and 
private  agencies  to  pay  for  services.    Families  are  required  to  pay  a  sliding  scale  fee  for 
services. 

Interagency  Collaboration 


Both  MFN  and  CPC  are  built  on  the  principle  of  collaboration  and  in  fact  are 
required  to  collaborate  to  receive  funding  from  DOE.  Both  programs  collaborate  with 
community  resources  such  as  schools,  mental  health  agencies,  family  and  children's 
services,  and  housing. 

DOE  collaborates  with  the  Department  of  Mental  Retardation  (DMR)  to  provide 
supports  to  prevent  placement  of  children  and  to  bring  children  home  from  institutional 
placement.  Refer  to  Chapter  Two,  Innovative  Models  of  Family  Support,  in  this  report 
for  a  description  of  the  initiative. 

Flexibility  and  Family  Choice 

Although  families  are  free  to  choose  the  type  of  services  and  providers,  they  are 
limited  to  the  services  offered  by  MFN.  Families  have  the  opportunity  to  sit  on  MFN 
councils  and  coalitions  and  make  programmatic  decisions.  Families  in  the  CPC 
program  also  have  the  opportunity  to  participate  on  the  governing  boards  of  CPC. 

Research 

There  has  been  no  funding  for  evaluations  or  satisfaction  surveys  of  the  MFN 
program.  The  CPC  program  was  evaluated  by  Tufts  University  to  "determine  the 
progress  of  and  identify  effective  practices  and  strategies  in  the  program"  (Wertlieb, 
Bailis,  Kapuscik,  1996,  p.  v).    Among  the  findings  from  this  evaluation  were:  thousands 
of  children  were  provided  with  new  or  improved  preschool  experiences;  CPC 
contributed  to  increased  collaboration  among  early  care  and  education  providers;  and 
there  was  an  increase  in  the  availability  of  services  for  young  children  and  their  families 
(Wertlieb,  Bailis,  Kapuscik,  1996). 
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DMH  did  not  participate  in  the  interview  for  this  study.  However,  some  program 
materials  were  provided  by  the  agency  and  are  summarized  below. 

While  the  mission  statement  of  DMH  does  not  specifically  address  family- 
centered  goals,  some  of  the  agency's  Child/Adolescent  Initiatives  provide  early 
intervention  and  intensive  services  in  the  community  to  reduce  the  need  for  out-of- 
home  placement,  including  home-based  interventions  and  "wrap-around"  services 
tailored  to  meet  a  child  and  family's  needs. 

Although  some  families  of  individuals  with  developmental  disabilities  may  utilize 
these  generic  family-based  services  offered  by  DMH,  no  specific  data  on  this 
population's  service  usage  are  maintained  by  DMH. 
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MASSACHUSETTS  DEPARTMENT  OF  MENTAL  RETARDATION  (DMR) 


Program  Goals 

The  primary  goal  of  family  support  as  defined  in  DMR  Family  Support  Guidelines 
(July  1995)  is  "to  provide  a  wide  array  of  options  to  families  of  people  with  disabilities 
that  enable  them  to  stay  together  and  to  be  welcomed,  contributing  members  in  their 
home  communities"  (p.  1).  The  goals  of  family  support  are  to  help  families  stay 
together  through:  "developing  families'  natural  capacity  to  meet  the  needs  of  family 
members;  enhancing  the  capacity  of  the  communities  to  value  and  support  people  with 
disabilities  and  their  families;  and  by  offering  additional  supports  such  as  staff,  goods 
and  services,  and  financial  resources"  (  p.  2).  The  DMR  Guidelines  identify  a  series  of 
guiding  principles  for  family  support  activities: 

"Individuals  with  disabilities  and  their  families  are  recognized  as  primary  decision 

makers  about  their  lives  and  supports. 

Family  support  focuses  on  the  whole  family  and  recognizes  that  benefits  to  the 

whole  family  also  benefit  the  person  with  a  disability. 

Family  support  requires  flexible,  timely  options  that  are  responsive  to  families 

unique  needs,  strengths  and  cultural  values. 

Families  are  afforded  opportunities  for  increasing  control  in  the  planning, 

implementation,  management,  and  evaluation  of  resources. 

Families  are  encouraged  and  supported  to  develop  their  natural  capacities  for 

innovation,  initiative  and  leadership. 

Family  support  operates  in  ways  that  individuals  with  disabilities  and  their  families 

are  perceived  and  respected  as  valued  members  of  their  communities. 

Family  support  should  be  equitably  available  throughout  the  state. 

Family  support  is  pro-active  and  is  not  only  crisis  intervention. 

Family  support  builds  on  existing  natural  and  community  supports  and  maximizes 

the  use  of  generic  resources"  (p.  2). 

Types  of  Family  Support 

Typical  forms  of  family  support  provided  by  DMR  include:  family  leadership  and 
development  (leadership  training  and  other  events  that  strengthen  families'  advocacy 
skills);  family  education  and  training  (that  enhance  families'  ability  to  provide  care  and 
advocate);  family  networking  and  support  groups  (that  assist  families  in  finding  or 
developing  resources  or  support  groups);  brokerage  (staff  assistance  in  arranging, 
negotiating,  and  accessing  supports  and  services);  supports  and  services  for 
community  participation  (generic  or  specialized  supports  to  facilitate  inclusion); 
outreach  and  education  to  community  members  and  organizations  (to  enhance  public 
awareness  about  people  with  disabilities  and  their  families;  respite  (temporary  relief  for 
caregivers  provided  in  the  individuals  home  or  in  out-of-home  settings);  flexible  financial 
assistance  via  reimbursements  or  stipends;  and  other  unique  ideas  proposed  by 
families. 


Eligibility 

Eligibility  for  DMR  family  supports  differs  by  age  of  the  child  with  a  disability.  For 
families  of  children  from  birth  to  age  22,  the  child  must  meet  the  federal  definition  of 
developmental  disability  (DD),  as  defined  in  Section  102(8)  of  the  Developmental 
Disabilities  Act  of  1994  (See  Appendix  E  for  definition).  In  order  for  families  of  adults 
aged  22  and  above  to  be  eligible  for  family  supports,  the  individual  must  have  a 
diagnosis  of  mental  retardation  (MR),  as  defined  by  the  criteria  of  the  American 
Association  on  Mental  Retardation  (AAMR)  (1992)  (See  Appendix  E  for  definition). 
Individuals  with  developmental  disabilities  aged  22  or  over  who  do  not  meet  the  MR 
eligibility  definition  are  eligible  for  family  supports  only  if  they  have  received  DMR 
services  prior  to  age  18.  Adults  with  developmental  disabilities  who  do  not  meet  the 
AAMR  criteria  for  mental  retardation,  and  who  have  not  received  DMR  services  prior  to 
age  18,  are  ineligible  for  DMR  family  supports. 

Application/Enrollment 

Application  for  family  supports  is  made  at  the  DMR  area  level,  in  conjunction  with 
a  local  family  support  provider  agency.  Area  and  provider  agency  staff  make  a 
determination  about  family  eligibility  and  priority  for  family  support  services,  dependent 
upon  available  resources.  Priority  for  family  support  is  determined  by  a  variety  of 
factors,  including  but  not  limited  to:  characteristics  of  the  primary  caregiver 
(physical/health  concerns  of  primary  caregivers,  single/working  parents,  other 
individuals  at  home  requiring  supervision,  and  other  multiple  family  problems); 
characteristics  of  the  person  with  a  developmental  disability  (behavioral  challenges, 
physical  challenges,  ambulation,  self-help  skills,  medical  challenge);  other  unique 
circumstances  (recent  stressful  event,  and  language/cultural  barrier);  and  family 
strengths  and  other  available  supports  (family  members,  friends  and/or  community, 
insurance  benefits,  community/other  agency  services,  and  day  or  school  program).  In 
addition,  DMR  requires  that  a  projected  amount  of  funding  be  designated  for  the 
provision  of  goods  and  services  to:  new  families  with  high  priority  needs;  families 
planning  to  bring  a  relative  home  from  an  out-of-home  placement;  families  of  people  at 
risk  of  out-of-home  placement;  and  families  in  a  temporary  crisis  situation. 

For  families  deemed  eligible  for  family  support  services,  the  provider  agency 
develops  a  Family  Support  Plan  which  describes  the  services  and  goods  that  are 
projected  to  be  needed  by  the  family  during  the  next  fiscal  year,  the  anticipated  cost  to 
DMR,  and  the  unmet  family  support  needs.  According  to  DMR  Guidelines,  the  Family 
Support  Plan  can  be  revised  at  any  time  the  needs  of  the  families  or  resources  change, 
but  must  be  reviewed  on  at  least  an  annual  basis  by  the  family  support  provider 
agency. 

DMR  refers  to  family  supports  for  individuals  aged  18  and  over  as  "consumer 
initiated"  supports,  designed  to  increase  independence  for  the  individual  and  be 
consumer-directed  wherever  possible.  DMR  emphasizes  the  importance  of 
acknowledging  the  changing  role  of  individuals  with  .disabilities  as  they  transitions  into 
adulthood,  the  need  to  consider  issues  of  competence  and  guardianship,  and  potential 


disagreements  between  consumers  and  families  in  the  development  of  a  Family 
Support  Plan.  DMR  Guidelines  state  that  "every  effort  must  be  made  to  review  and 
address  the  family  concerns  while  continuing  to  find  ways  to  offer  supports  to  the 
individual  that  are  community  inclusive  and  lead  to  additional  independence"  (pp.  7-8). 

Utilization 

There  are  1 1,947  families  who  currently  receive  some  form  of  family  support 
from  DMR.  About  6,690  families  have  children  with  disabilities  under  age  18  and  the 
remaining  5,257  have  children  with  disabilities  aged  18  and  over.  The  primary  caregiver 
is  over  60  years  of  age  in  1,417  of  these  families.  DMR  does  not  have  specific  data 
regarding  the  number  of  persons  with  developmental  disabilities  receiving  family 
supports. 

Waitlist/Unmet  Needs 

There  are  1 ,731  families  who  are  on  a  waitlist  for  family  support  (i.e.,  in  need  of, 
but  not  currently  receiving  any  family  support).  Of  these  families,  373  are  also  waiting 
for  residential  and/or  day  services  for  their  child.  Greatest  areas  of  unmet  need  for 
family  supports  are  among  families  who  have  children  with  significant  behavioral  issues 
or  high  medical  needs,  and  single-parent  families.  Supports  which  are  frequently 
needed,  but  not  received,  are  behavioral  management  interventions,  parent  training 
regarding  medical  issues,  and  respite  care. 

In  a  survey  of  407  family  members  receiving  DMR  supports  (see  "Research"  for 
details  regarding  this  study),  one-third  of  the  families  cited  respite  as  a  support  which 
they  desired,  but  did  not  receive.  They  expressed  needs  for  facility-based,  longer  term 
respite,  greater  amounts  of  respite,  assistance  in  finding  respite,  and  allowing  respite  to 
be  provided  by  a  family  member.  Other  desired  supports  which  families  cited  were 
housing  options  for  their  family  member  with  a  disability,  transportation,  after-school 
care,  and  recreation. 

Family  to  Family,  a  collaborative  effort  of  Arc  Massachusetts,  the  Citizen 
Advisory  Boards  of  DMR,  and  Massachusetts  Families  Organizing  for  Change,  recently 
conducted  a  survey  of  250  caregivers  with  family  members  over  age  18  on  the  DMR 
waitlist  for  residential  services  (Griffiths,  1997).  The  results  of  this  survey  shed  light  on 
the  pressing  needs  of  older  families  who  still  provide  the  vast  majority  of  care  to  their 
family  members  with  mental  retardation.  Almost  three-quarters  of  these  families 
received  respite  care,  ranging  from  as  little  as  32  hours  annually  to  as  many  as  1,000 
hours  annually.  Many  family  respondents  reported  "that  their  respite  services  were 
inadequate  due  to  a  lack  of  flexibility.  They  report  they  often  cannot  locate  respite 
workers,  and  that  it  is  very  difficult  to  get  respite  services  on  short-term  notice  which  is 
often  when  respite  is  needed  most.. .Most  of  these  families  do  not  have  relatives  or 
friends  who  provide  support,  so  formal  services  are  the  only  "respite"  from  caregiving 
that  is  available"  (p.  31).  Other  needed  support  services  identified  by  caregivers  were 
transportation,  recreational,  and  allied  health  services  for  their  family  members.  In 
addition,  caregivers  discussed  the  need  for  "future  planning  services",  including 
assistance  with  guardianship  and  estate  planning,  more  communication  with  DMR 


regarding  "their  place"  on  the  waitlist,  and  concrete  planning  with  DMR  for  residential 
services. 

Funding 

Approximately  $22  million  of  the  total  Fiscal  Year  1997  DMR  budget  is  allocated 
to  family  supports.  The  average  allocation  per  family  who  receives  family  support  is 
$1 ,800.  For  families  receiving  more  than  $3,000  per  year  in  family  supports,  their 
Family  Support  Plan  must  be  approved  by  the  DMR  Regional  director. 

Funding  of  family  supports  is  primarily  through  general  state  revenues.  Some 
federal  funds  are  accessed  through  Medicaid's  Home  and  Community-Based  Waivers 
(HCBW).  Under  the  HCBW  program,  DMR  has  approval  to  claim  reimbursement  for 
family  support  services  for  those  who  meet  the  eligibility  of  the  program.  Family 
supports  are  individually  designed  and  DMR  officials  indicate  that  it  is  difficult  to 
translate  individually  designed  supports  into  the  standard  HCBW  units  for  Medicaid 
reimbursement.  Currently  case  management  is  the  only  DMR  family  support  service 
reimbursed  by  HCBW. 

Although  families  are  not  required  to  pay  for  family  supports,  the  state  allows 
private  and  family  contributions  in  some  instances.  Families  can  enter  a  partnership 
with  DMR  to  contribute  private  funds  to  their  stipend.  There  were  no  figures  available 
from  DMR  on  the  extent  to  which  this  is  utilized. 

Interagency  Collaboration 

DMR  collaborates  with  many  of  the  state  agencies  to  provide  family  support, 
expertise  and  funding  to  other  programs  that  are  not  administered  by  DMR.  Current 
collaborations  include  projects  with  the  Department  of  Public  Health  (DPH),  Department 
of  Education  (DOE)  and  the  Executive  Office  on  Elder  Affairs  (EOEA). 

DMR  and  DPH  enter  into  joint  funding  ventures  that  are  family  specific,  e.g.,  the 
family  member  with  a  complex  medical  need.  Depending  on  the  expertise  needed  for 
each  individual  case,  case  management  may  be  provided  by  DPH  or  DMR.  DPH  and 
DMR  work  on  a  case  by  case  basis  to  determine  who  should  take  the  lead.  Both  share 
the  costs  of  provision  of  services. 

DPH  and  DMR  have  worked  together  on  a  Supplemental  Security  Income  (SSI) 
project.  As  part  of  their  services  to  the  public,  DPH  provides  information  to  families  on 
SSI.  In  an  effort  to  increase  the  public's  knowledge  of  DMR,  DPH  includes  a  letter  from 
DMR  in  their  mailings  to  SSI  applicants.  The  letter  provides  information  on  DMR  and 
the  programs  and  services  provided  by  DMR.  In  addition,  DPH  requests  permission  to 
provide  DMR  with  their  name.  If  families  sign  the  authorization  to  release  their  names 
DPH  notifies  DMR.  Families  who  do  not  authorize  the  release  can  still  contact  DMR  on 
their  own. 

DMR  has  worked  with  DPH  to  provide  information  about  DMR  to  the  parent 
groups  of  the  62  Early  Intervention  Programs,  administered  through  DPH.  DMR  also 
works  with  DPH  to  provide  team  teaching  to  local  hospital  staff  on  DMR  programs  and 


supports. 

DMR  also  collaborates  with  the  EOEA.  Although  the  collaboration  is  not 
extensive,  relationships  exist  between  the  two  agencies.  DMR  works  with  EOEA  to 
provide  support  and  information  to  grandparents  caring  for  grandchildren  with 
developmental  disabilities.  DMR  provides  training,  workshops,  and  information  and 
referrals  to  EOEA  and  EOEA  works  with  DMR  to  assist  DMR  aging  consumers  who 
want  to  retire  and  "do  what  other  seniors  in  the  state  do." 

DOE  and  DMR  have  been  working  together  for  five  years  on  an  Initiative;  in  the 
last  two  years  they  began  working  more  extensively.  The  goals  of  the  DOE/DMR 
Initiative  are:  to  bring  children  in  residential  placement  home;  and  to  prevent  residential 
school  placement  for  children  at  risk,  by  providing  intensive  family  support  services. 
There  are  currently  158  families  served  by  the  Initiative.  Those  who  turn  22  are 
referred  out  of  the  program.    Refer  to  Chapter  Two,  Innovative  Models  of  Family 
Support,  in  this  Report  for  further  information  on  the  DOE/DMR  Initiative. 

Flexibility  and  Family  Choice 

DMR  Family  Support  Guidelines  emphasize  the  importance  of  providing  supports 
that  are  flexible  and  responsive  to  families'  unique  needs  and  which  recognize 
individuals  with  disabilities  and  their  families  as  primary  decision-makers.  Family 
supports  are  defined  broadly  by  DMR  in  order  to  offer  flexibility  to  families  in  identifying 
whatever  will  help  to  maintain  their  family  member  at  home. 

DMR  offers  some  options  for  family-governed  and  family-directed  partnerships. 
Although  these  projects  are  funded  by  DMR,  control  and  decision-making  is  provided  by 
families.  Family-governed  projects  consist  of  providing  money  directly  to  the  family 
where  the  family  can  use  the  money  in  any  way  they  need.  Family-directed  projects 
consists  of  using  a  broker  or  provider  to  work  with  the  family;  however,  the  family 
provides  direction  in  the  types  of  supports  needed. 

The  flexible  financial  assistance  reflects  the  value  of  family  choice,  enabling 
families  to  select  and  pay  for  purchases  and  supports  that  best  suits  their  needs. 
Reimbursements  provide  payment  to  a  family  or  the  provider/supplier  after  receipt  is 
received  for  goods  or  services  as  stipulated  in  the  approved  Family  Support  Plan. 
Stipends  allow  the  family  support  agency  to  provide  funds  directly  to  families  (or 
consumers)  so  that  they  can  spend  the  money  in  any  way  they  choose  consistent  with 
their  needs  as  stipulated  in  the  approved  Family  Support  Plan.  Allowable  expenditures 
under  the  flexible  financial  assistance  program  include:  architectural  modification  of  the 
home  (under  $3,000);  child  care;  diagnosis,  evaluation,  and  treatment  (specialized); 
equipment/supplies  (specialized);  homemaker  services;  nutrition  and  clothing 
(specialized);  recreation/social  activities;  respite  support;  short-term  emergency  needs; 
therapeutic  services  and  supports;  transportation;  utility  costs;  and  vehicle  modifications 
(under  $5,000).  Expenditures  under  this  cash  assistance  plan  are  limited  to  goods  and 
services  not  covered  by  third  party  insurance  or  other  public/private  sources.  Parents, 
children,  or  spouses  of  individuals  with  disabilities  cannot  be  reimbursed  for  providing 
family  support  to  their  family  members. 


DMR  Guidelines  stipulate  that  each  family  support  agency  must  have  a  Family 
Council  consisting  of  a  majority  of  family  members  whose  role  it  is  to  have  influence 
over  the  planning,  implementation,  and  evaluations  of  services  and  supports.  All 
families  served  by  the  agency  should  have  the  opportunity  at  least  annually  to  evaluate 
their  programs,  voice  their  opinions  of  services  as  well  as  cite  unmet  needs  and 
suggest  new  approaches  for  supporting  families. 

Research 

Two  independent  evaluations  have  been  conducted  regarding  DMR's  family 
support  system.  First,  DMR  in  cooperation  with  ARC  Massachusetts  contracted  with 
The  Consortium  to  evaluate  the  implementation  and  impact  of  the  DMR  Family  Support 
Guidelines  (report  issued  in  March  1997).  This  evaluation  involved  a  mail  survey  of  407 
family  members  (23%  response  rate),  21  DMR  staff  (64%  response  rate),  and  21 
provider  agencies  (34%  response  rate).  The  study  found  that  overall  satisfaction  with 
the  family  support  system  was  very  high.  The  majority  of  family  respondents  (about 
three-quarters  of  the  sample)  were  very  positive  in  their  ratings  of  the  responsiveness, 
timeliness,  and  flexibility  of  the  supports  which  they  received,  the  sensitivity  of  their 
supports  to  culture  and  ethnicity,  and  their  roles  as  primary  decision-makers. 
Forty-three  percent  of  the  family  respondents  received  flexible  financial  assistance  or  a 
stipend  and  64%  helped  in  hiring,  supervision,  or  evaluation  of  provider  staff.  In  spite  of 
the  perceived  flexibility  and  responsiveness  of  family  supports,  32%  of  the  families 
found  the  supports  they  received  not  adequate,  50%  had  not  participated  in  the 
development  of  a  Family  Support  Plan,  about  20%  felt  that  they  rarely  experienced 
opportunities  for  increased  control,  and  60%  reported  that  increased  utilization  of 
community-based  generic  supports  was  rare  or  not  applicable  to  their  family  situations. 

A  second  evaluation  examined  the  effectiveness  of  three  pilot  projects  involving 
family-driven  networks  of  support  in  the  Northeast,  Central,  and  Southeast  regions  of 
the  state.  This  study,  funded  by  the  Massachusetts  Developmental  Disabilities  Council, 
was  conducted  by  the  Roeher  Institute  for  DMR  and  Massachusetts  Families 
Organizing  for  Change  (report  issued  in  March  1997).  The  pilot  projects  involved 
collaboration  between  families,  DMR,  and  the  Department  of  Public  Health  (DPH), 
provision  of  a  "service  broker"  to  assist  families  in  planning  and  obtaining  family 
supports,  and  flexible  funding  which  maximized  family  choice  and  control  of  the 
supports  they  received.  The  evaluation  examined  the  effectiveness  of  these  pilots, 
factors  accounting  for  successes,  challenges,  and  limitations,  and,  implications  for 
policy  and  systemic  change.  Criteria  used  to  guide  the  evaluation  included:  enabling 
respect,  choice,  and  control  in  the  decision-making  process;  strengthening  the  capacity 
of  individuals,  families,  and  communities  through  provision  of  support;  and  maximizing 
collaboration  among  public  and  private  agencies  and  families. 

The  study  concluded  that  the  three  pilot  projects:  demonstrated  a  supportive 
individual  planning  process  which  maximized  family  choice,  control  and  dignity; 
matched  individual  plans  to  resources  in  a  cost-effeotive  manner;  strengthened 
community  capacities  to  respond  to  persons  with  disabilities  and  their  families;  and 
developed  effective  collaborative  partnerships  between  families,  DMR,  and  DPH. 


Implications  of  the  pilots  included:  the  need  to  make  the  planning  approach  and 
process  more  widely  available  to  assist  families  currently  unserved;  distinguishing  the 
role  of  DMR  service  coordinators  and  autonomous  family  brokers;  expansion  of 
individualized,  flexible  funding  resources;  and  implementation  of  the  strategic 
cross-departmental  planning  processes  envisioned  by  proposed  family  support 
legislation.  In  addition,  the  report  recommends  addressing  current  inequities  perceived 
by  families  including  the  DMR  priority  determination  process,  the  disparity  in  resources 
between  these  families  who  keep  their  children  at  home  and  those  in  residential 
schools,  and  the  provision  of  choice  and  control  to  some  families,  but  not  to  others. 

In  addition  to  these  evaluations  conducted  for  DMR,  the  Governor's  Commission 
on  Mental  Retardation  recently  completed  a  survey  of  DMR  providers  of  family  supports 
(58  agencies  responded,  60%  response  rate)  (Mazzella,  1998).  The  purpose  of  the 
study  was  to  examine  the  extent  to  which  DMR  provider  agencies  have  shifted  their 
organizations  to  promote  choice,  control  and  decision-making  by  individuals  with 
disabilities  and  their  families.  The  study  noted  remarkable  growth  in  the  number  of 
family  support  programs  and  expenditures,  a  significant  increase  in  the  range  of 
services,  and  development  of  flexible  funding  mechanisms.  Agencies  also  reported 
increased  involvement  of  family  members  in  program  decisions  and  activities,  and  in 
policy-making  and  program  development.  However,  there  was  wide  variation  in  the 
extent  to  which  providers  had  implemented  these  changes.  Systemic  barriers  that  need 
to  be  addressed  included:  the  need  for  additional  funds;  DMR  eligibility  criteria 
preventing  families  from  receiving  needed  services;  lack  of  available  resources  in  the 
community;  lack  of  awareness  among  families  regarding  family  support  options;  and 
lack  of  agency  awareness  and  experience  with  family-directed  and  family-governed 
projects. 
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Within  DPH  there  are  three  programs  focused  on  serving  families  caring  for 
family  members  with  developmental  disabilities:    Family  and  Community  Support 
(FCS),  Early  Intervention  Program  (EIP)  and  Parent  Initiatives  (PI).  These  programs  fall 
under  the  Division  for  Children  with  Special  Health  Care  Needs  within  DPH. 

Program  Goals 

Although  DPH  does  not  have  specific  family  support  goals,  it  views  its  mission  as 
family-focused.  The  overall  goal  of  DPH  is  to  provide  supports  that  assist  families  who 
are  providing  care  to  children  with  special  health  care  needs.  FCS  promotes  the  well- 
being  of  children  with  special  health  care  needs  and  families  through  many  programs. 
The  goal  of  the  EIP  is  to  help  parents  recognize  and  understand  their  children's 
developmental  needs  and  teach  them  ways  to  enhance  their  growth.  PI  views  its 
mission  as  ensuring  family-centeredness  of  DPH  programs  by  providing  leadership 
training,  opportunities  for  family  participation,  and  monitoring  of  programs  and  policies 
by  family  members. 

Types  of  Family  Supports 

DPH  offers  many  programs  to  families  caring  for  children  with  special  health  care 
needs.  Under  FCS,  eligible  families  are  offered  case  management  services,  flexible 
funding  through  the  Special  Medical  Fund,  Supplemental  Security  Income  and  public 
benefits  training  and  technical  training.  Case  management  is  the  core  service  provided 
by  FCS. 

Services  under  EIP  include  parent  training,  service  coordination,  parent  support 
groups,  adaptive  technology,  home  visits,  nursing,  and  therapies.  Following  a 
comprehensive  developmental  evaluation  to  determine  eligibility  and  the  child's 
strengths  and  needs,  an  Individualized  Family  Service  Plan  (IFSP)  is  written  by  the 
family  and  the  EIP  staff  and  any  other  person  that  the  family  wants  to  include.  The 
IFSP  indicates  goals,  strategies  for  reaching  the  goals,  services  to  be  provided, 
designates  a  service  coordinator,  and,  identifies  steps  which  will  be  taken  to  assist  the 
family  and  child  in  the  transition  from  EIP. 

Parent  Initiatives  provides  education,  training,  leadership  development, 
information  and  referral,  direct  parent-to-parent  support,  parent-to-parent  networking 
and  oversight  of  the  EIP  complaint  resolution  system.  PI  also  manages  Family  TIES,  a 
statewide  information  and  parent-to-parent  support  project.  Family  TIES  provides  a 
directory  of  EIPs  throughout  the  state,  information  on  public  benefits,  diagnoses, 
resources,  services,  and  support  groups.  Family  TIES  also  connects  parents  to  other 
parents,  provides  training  and  has  a  web  site.  A  statewide  conference  is  held  annually 
for  families  by  Family  TIES. 

Eligibility 

Eligibility  for  DPH  services  varies  by  program.    Families  who  have  children  with 


special  health  care  needs  that  experience  difficulty  paying  for  medical  services, 
equipment,  and  other  medical  items  related  to  their  child's  diagnosis  are  eligible  for  the 
Special  Medical  Fund  if  they  prove  that  payment  for  these  services  was  denied  by 
insurance.  Case  management  services  are  provided  to  families  who  have  children 
between  the  ages  of  birth  through  22,  with  a  disabling  condition,  chronic  illness  or  who 
are  dependent  on  medical  technology  and  are  experiencing  difficulty  in  obtaining  or 
maintaining  services.  There  are  no  income  criteria  for  case  management  services. 

Eligibility  for  EIP  is  determined  by  a  multidisciplinary  team  evaluation.  A  child  is 
considered  eligible  for  EIP  when  "1)  the  child  has  a  known  disabling  physical  or  mental 
condition  including  but  not  limited  to  diagnosed  chromosomal,  neurological,  metabolic 
disorders;  visual  impairments  not  corrected  by  medical  intervention  or  prosthesis; 
hearing  impairments;  or  the  presence  of  a  delay  in  one  or  more  areas  of  development, 
including  cognitive  development,  physical  development,  vision,  hearing,  communication 
development,  adaptive  development,  social  or  emotional  development;  or  2)  any  four 
or  more  risk  factors  are  present"  (Department  of  Public  Health,  1997a,  p.  4).  Risk 
factors  include,  for  example:  low  birth  weight;  chronic  feeding  difficulties;  interactional 
difficulties;  multiple  trauma  or  loss;  maternal  age  at  child's  birth  is  less  than  17,  or 
maternal  history  of  three  or  more  births  before  age  20;  parental  chronic  illness  or 
disability;  substance  abuse  in  the  home;  domestic  violence  in  home;  or  lack  of  social 
supports.  There  are  no  income  requirements  to  receive  services  from  EIP.  Children 
must  be  between  the  ages  of  birth  to  three  to  be  eligible. 

Any  parent  of  a  child  with  special  health  care  needs  is  eligible  to  participate  in 
the  PI  program. 

Application/Enrollment 

Families  can  apply  for  the  Special  Medical  Fund  by  calling  or  writing  to  the 
Coordinator  of  the  program.  Families  are  referred  to  the  EIP  by  any  individual 
concerned  about  the  child's  development.  Referrals  are  an  open  process  and  usually 
made  by  physicians,  family  members,  hospitals,  social  service  agencies  and  friends. 
Referrals  are  made  to  specific  Early  Intervention  Programs.  All  families  who  are 
referred  are  evaluated  within  45  days  and  if  deemed  eligible  will  work  with  EIP  staff  to 
complete  an  Individual  and  Family  Service  Plan. 

Parents  can  access  PI  or  Family  TIES  by  calling  a  local  coordinator  or  an  "800" 
number.  All  families  enrolled  in  the  EIP  are  provided  with  materials  on  PI. 

Utilization 

The  FCS  program  provided  case  management  services  to  865  children  in  1997, 
of  these  approximately  two-thirds  to  three-quarters  had  a  developmental  disability. 
Only  those  aged  birth  to  22  are  served  by  the  case  management  program.  In  1997, 
17,247  children  received  services  through  the  EIP.  There  is  no  information  available  on 
the  number  of  parents  who  have  accessed  support  from  PI. 

Waitlist/Unmet  Needs 


There  are  no  waiting  lists  for  the  FCS,  EIP  or  PI  programs. 

Funding 

FCS  received  $1.6  million  dollars  in  1997.  Of  this,  $162,000  was  allocated  to  the 
Special  Medical  Fund.  There  is  a  cap  of  $600  per  family  for  the  Special  Medical  Fund; 
however,  exceptions  can  be  made.  Funds  for  the  FCS  program  come  from  both  state 
and  federal  sources.  The  EIP  had  a  budget  of  $51.5  million  in  1997.  Funding  for  EIP 
comes  from  federal  sources. 

Interagency  Collaboration 

EIP  collaborates  with  other  programs  who  serve  infants  including  the  Department 
of  Education  (DOE),  Head  Start,  and  the  Office  for  Child  Care  Services.  There  is  an 
interagency  coordinating  council  which  includes  representatives  from  the 
Massachusetts  Commission  for  the  Blind  (MCB)  and  Massachusetts  Commission  for 
the  Deaf  and  Hard  of  Hearing  (MCDHH)  who  advise  the  Department  of  Mental 
Retardation  (DMR)  and  DPH  on  early  intervention  issues.  In  addition,  EIP  works  with 
DMR  and  DOE  to  transition  children  out  of  early  Intervention  into  other  services  such  as 
special  education  and  Head  Start. 

PI  has  collaborated  with  the  University  of  Massachusetts  Medical  Center 
(UMMC)  to  establish  FIRST  (Finding  Information  and  Resource  Services  through 
Technology).  FIRST  is  staffed  by  a  nurse  and  two  parents  who  conduct  literature 
searches  for  families  and  providers  who  want  information  on  diagnoses.  They  provide 
information  and  a  resource  packet.  DPH  pays  the  staff  at  FIRST  while  UMMC  pays  for 
housing  the  program.  Services  through  this  collaboration  are  free  of  charge.  PI  also 
collaborates  with  the  Academy  of  Pediatricians  to  provide  forums  for  families  to  discuss 
issues  with  local  pediatricians  with  developmental  disability  backgrounds. 

Flexibility  and  Family  Choice 

The  FCS  program  provides  flexible  supports  through  the  Special  Medical  Fund. 
This  fund  provides  families  a  limited  amount  of  flexible  funding  when  insurance 
companies  deny  coverage  for  medical  services,  equipment  or  medical  items.  Families 
provide  written  documentation  to  DPH  showing  that  insurance  funds  are  not  available  to 
cover  the  services.  A  committee  reviews  the  request  and  allocates  funds  to  families. 
Case  management  services  under  the  FCS  program  ensure  that  families  are  able  to 
identify  and  access  services  to  maintain  their  children  at  home. 

Agency  officials  consider  EIP  family-centered  and  family-directed.  Although  the 
program  is  child-specific,  principles  of  family-centered  care  are  applied  to  services. 
These  include  supporting  family  choice  and  decision-making,  supporting  family  values 
and  priorities,  supporting  diverse  and  changing  family  needs,  and  supporting  family- 
provider  partnerships. 

Family  choice  begins  by  determining  which  EIP  the  family  wants  to  enroll. 
Families  have  the  right  to  enroll  in  an  EIP  out  of  their  catchment  area.  However,  if  the 
program  is  out  of  the  family's  catchment  area,  it  may  not  be  able  to  provide  all  the 


choices  of  services  to  the  family  such  as  home  visits  and  transportation.  EIP 
encourages  families  to  be  active  participants  in  EIP.  Families  are  involved  in 
determining  which  services  are  needed  for  their  children  and  determining  their  level  of 
participation  in  services.  Families  work  with  EIP  staff  to  develop  the  Individual  Family 
Service  Plan.  Families  are  encouraged  to  participate  in  the  development  and 
monitoring  of  policies,  procedures  and  practices  of  the  program. 

Families  are  the  center  and  focus  of  the  PI  program.  PI  promotes  and  supports 
families  to  understand  their  advisory  and  advocacy  role  to  the  Early  Intervention 
Programs.  Family  members  are  hired  by  PI  as  consultants,  staff  members  and  regional 
coordinators. 

Research 

There  has  been  no  research  conducted  on  the  effectiveness  of  the  FCS,  EIP  or 
PI  programs.  Some  of  the  Early  Intervention  Programs  conduct  research  on  the  local 
level  but  those  results  are  not  available.  DPH  currently  has  no  funds  budgeted  for 
research. 
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DSS  did  not  participate  in  the  interview  for  this  study.  However,  some  program 
materials  were  provided  by  the  agency  and  are  summarized  below. 

The  mission  of  DSS  is  the  protection  of  children  reported  as  neglected  or  abused 
in  a  family  setting.  A  range  of  clinical,  supportive,  or  preventive  Family-Based  Services 
are  provided  by  DSS  including  counseling,  child  care,  and  parent  aide  services,  to  help 
families  stay  together  and  allow  children  to  return  home  safely. 

Although  some  families  of  individuals  with  developmental  disabilities  may  utilize 
these  generic  family-based  services  offered  by  DSS,  no  specific  data  on  this 
population's  service  usage  are  maintained  by  DSS. 
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DMA  does  not  define  its  mission  as  providing  family  support  but  rather  as 
providing  coverage  of  health  services.  There  are  however,  four  programs  administered 
by  DMA  that  indirectly  support  families  caring  for  children  with  developmental 
disabilities  through  increased  access  to  health  care  services:  CommonHealth,  Kaileigh 
Mulligan  Home  Care  for  Disabled  Children  Program  (Kaileigh  Mulligan),  Personal  Care 
Attendant  Services  (PCA)  and  the  Home  and  Community  Based  Waiver  Program  (2176 
Program). 

Program  Goals 

The  goal  of  the  programs  administered  by  DMA  is  to  provide  health  care 
coverage  to  individuals.  Although  DMA  officials  note  that  the  agency  does  not  provide 
family  support,  DMA  administers  programs  that  benefit  the  family.  Programs  such  as 
Kaileigh  Mulligan,  PCA,  2176  Program  and  CommonHealth  enable  eligible  individuals 
with  developmental  disabilities  and  individuals  with  complex  medical  needs  to  live  at 
home  though  the  provision  of  medical  services  and  supports. 

Types  of  Family  Support 

CommonHealth  provides  insurance  benefits  to  Massachusetts  residents  with 
permanent  or  chronic  disabilities.  Children  and  adults  who  receive  CommonHealth  are 
entitled  to  the  exact  same  benefits  provided  by  MassHealth.  This  includes  in-patient 
hospital  coverage,  prescription  coverage,  eye  and  hearing  examinations  and  devices, 
certain  medical  equipment,  home  based  care  such  as  personal  care  attendants  and 
home  health  aides,  and  transportation  to  medically  necessary  appointments  (Division  of 
Medical  Assistance,  1996b). 

Kaileigh  Mulligan,  the  PCA  program  and  the  2176  Program  provide  home-based 
services  to  chronically  or  permanently  disabled  individuals  to  prevent  permanent 
placement  in  an  institution.  Supports  in  these  programs  include  nursing,  physical, 
occupational  and  speech  therapies,  personal  care  attendants,  home  health  aides, 
prescription  coverage  and  medical  equipment. 

Eligibility 

Massachusetts  residents  who  are  disabled  but  working,  between  the  ages  of  18 
and  64  are  eligible  for  CommonHealth  Insurance  if  they:  are  permanently  and  totally 
disabled;  ineligible  for  the  MassHealth  Standard;  and  are  employed  at  least  40  hours 
per  month.  If  they  are  employed  less  than  40  hours  per  month,  they  must  have  been 
employed  for  240  hours  in  the  six  month  period  preceding  the  month  of  application  to 
CommonHealth.  Disabled  adults  between  the  ages  of  18  and  64  who  are  not  working 
are  eligible  if  they  are:  unemployed  or  employed  less  than  40  hours  per  month;  totally 
and  permanently  disabled;  and  ineligible  for  MassHealth  Standard.  Children  are  eligible 
for  CommonHealth  if  they  are:  age  18  or  younger;  totally  and  permanently  disabled; 
and  ineligible  for  the  MassHealth  Standard  (Masshealth  Coverage  Types,  130  CMR 


505.004,  1997). 

To  be  eligible  for  Kaileigh  Mulligan,  a  child  must  be:  age  18  or  younger;  meet 
Title  XVI  disability  standards  (or  were  receiving  Supplemental  Security  Income  on 
August  22,  1996  and  continue  to  meet  Title  XVI  disability  standards  that  were  in  effect 
prior  to  August  22,  1996);  have  $2,000  or  less  in  countable  assets;  have  a  countable 
income  amount  of  $60  or  less  per  month;  (or,  if  greater  than  $60  per  month  meet  a 
deductible);  and  require  a  level  of  care  equivalent  to  that  provided  in  a  hospital  or 
skilled  nursing  facility.  In  addition,  care  that  is  provided  outside  of  the  institution  must 
be  appropriate  and  cost  less  than  the  estimated  cost  paid  if  the  child  was 
institutionalized  (Masshealth  Coverage  Types,  130  CMR  519.006,  1997). 

Individuals  are  eligible  for  the  PCA  program  if  their  physician  prescribes  PCA 
services,  their  condition  is  permanent  or  chronic  in  nature,  and  they  require  physical 
assistance  in  activities  of  daily  living  for  a  minimum  of  10  hours  per  week  or  a 
combination  of  activities  of  daily  living  and  instrumental  activities  of  daily  living  for  a 
minimum  of  14  hours  per  week  (Commonwealth  of  Massachusetts  Medical  Assistance 
Program  Provider  Manual  Series:  Personal  Care  Manual,  106  CMR,  422.403,  1988). 

To  be  eligible  for  the  2176  Waiver,  individuals  "must  be  60  years  of  age  or  older, 
or,  if  under  age  65,  must  be  permanently  and  totally  disabled  in  accordance  with  Title 
XVI  standards"  (130  CMR  519.006,  1997),  require  supportive  services  to  remain  out  of 
an  institution,  and  meet  financial  eligibility  standards.  Those  who  have  an  income  less 
than  or  equal  to  100  percent  of  the  Federal  Poverty  Level  and  have  assets  of  $2,000  or 
less  are  financially  eligible.  Those  who  do  not  meet  the  financial  eligibility  criteria  must 
pay  a  deductible  to  receive  supports  under  the  2176  Waiver  (Masshealth  Coverage 
Types,  130  CMR  519.006,  1997). 

Application/Enrollment 

Individuals  can  apply  for  CommonHealth  benefits  by  contacting  DMA. 
Individuals  can  either  buy  in  to  CommonHealth  as  a  supplement  to  their  existing 
insurance  plan  or  they  can  access  CommonHealth  as  the  only  source  of  medical 
coverage. 

Families  can  access  Kaileigh  Mulligan  for  their  disabled  children  by  contacting 
DMA  or  the  Department  of  Public  Health  (DPH).  DPH  provides  case  management  for 
Kaileigh  Mulligan.  Families  complete  the  Disability  Supplement  application  for  their 
children  in  addition  to  the  standard  MassHealth  application.  Once  approved  for 
Kaileigh  Mulligan  the  child  receives  MassHealth  benefits. 

Utilization 

The  CommonHealth  Plan  currently  has  3,596  members  enrolled  (1,739  children 
and  1 ,857  adults).  It  is  unclear  how  many  of  those  receiving  benefits  from 
CommonHealth  have  developmental  disabilities.  In  January,  1998,  there  were  139 
children  eligible  for  MassHealth  through  Kaileigh  Mulligan.  There  were  3,315 
individuals  served  by  the  PCA  program  in  1997.  There  are'  no  data  on  how  many  of 
these  individuals  have  a  developmental  disability. 


Waitlist/Unmet  Needs 

There  is  no  information  available  on  waitlists  for  any  DMA  program. 

Funding 

The  total  CommonHealth  expenditures  in  1997  were  $21  million,  spending 
approximately  $6,000  for  each  member  that  year.  The  PCA  program  spent  $55.9 
million  in  1997.     Funding  for  programs  administered  by  DMA  comes  from  both  the 
state  and  federal  governments. 

Interagency  Collaboration 

DMA  works  with  DPH  and  DMR  to  administer  some  of  its  programs.  DPH 
provides  case  management  services  for  the  Kaileigh  Mulligan  Program.  DMR 
administers  the  2176  Waiver  Program  for  DMA. 

Flexibility  and  Family  Choice 

The  PCA  program  requires  that  51%  of  its  governing  board  be  made  up  of 
consumers,  consumers'  family  members,  consumer  advocates  or  other  individuals  with 
disabilities. 

Research 

DMA  has  conducted  customer  surveys  for  the  past  two  years  on  member 
satisfaction  and  knowledge  of  CommonHealth.  Questions  included  assessment  of:  the 
ability  of  people  to  obtain  information  on  CommonHealth  benefits  and  coverage,  the 
ability  of  consumers  to  access  information  on  consumer  rights,  consumers'  experiences 
dealing  with  staff,  and  consumers'  experiences  using  a  new  "800"  number  for  customer 
service.  The  results  of  this  research  are  in  the  process  of  being  aggregated. 
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Program  Goals 

EOEA  provides  services  to  any  adult  in  Massachusetts  over  the  age  of  60. 
Although  EOEA  has  no  family  support  guidelines  or  definition,  the  agency  offers  some 
supports  which  assist  family  members  in  providing  care  to  older  adults. 

Types  of  Family  Supports 

Supports  offered  by  EOEA  include  respite  services,  homemaker  services,  chore 
services,  adult  day  health  programs,  social  day  care,  companionship,  transportation, 
home  health  services,  adaptive  devices,  nutrition  programs,  information  and  referral, 
elder  at  risk  program,  elder  protective  services,  enhanced  community  options  program, 
congregate  housing,  and  adult  foster  care.  There  are  no  supports  specific  to  serving 
elders  with  developmental  disabilities,  although  those  who  are  developmentally 
disabled  are  not  excluded  from  existing  programs. 

EOEA  has  an  intergenerational  program  for  grandparents  raising  grandchildren, 
which  provides  support  groups,  information  and  referral,  a  resource  manual, 
networking  and  training  for  grandparents.  According  to  agency  officials,  many  of  the 
grandchildren  being  raised  by  the  grandparents  have  special  needs,  developmental 
disabilities  or  are  mentally  ill. 

The  CARDS  (Coordinated  Aging,  Rehabilitation,  Disabilities  Services)  Project 
was  established  to  provide  coordination  and  collaboration  between  the  elder  service 
system  and  disability  services.  One  goal  of  the  Project  is  to  strengthen  ties  between 
home  care  agencies  and  the  Department  of  Mental  Retardation  (DMR).  The  Project 
provides  training  to  home  care  managers  and  other  staff  on  elder  and  disability  issues. 

Eligibility 

Eligibility  criteria  vary  by  program.  Most  programs  provide  services  to  any 
person  over  the  age  of  60.  To  be  eligible  for  Home  Care  Services,  elders  must  have  a 
functional  impairment,  meet  specific  financial  criteria  and  have  one  or  more  critical 
unmet  needs.    Respite  is  based  on  functional  need  and  individuals  must  be  age  60  or 
older. 

Application/Enrollment 

Referrals  to  programs  offered  by  EOEA  are  made  from  home  health  agencies, 
information  and  referral  resources,  hospitals,  social  service  agencies,  family  members 
or  by  self-referral.  For  services  provided  by  the  Home  Care  Services  Program,  the 
Massachusetts  Long  Term  Care  Needs  Assessment  Form  is  completed  to  determine 
the  elder's  unmet  needs.  After  contacting  the  home  care  agency,  the  elder  is  assessed 
and  an  individual  service  plan  is  developed  between  the  elder  and  the  case  manager. 
Elders  can  select  services  from  a  list  of  available  programs  (e.g.,  respite,  home 
delivered  meals,  homemaker). 


Utilization 

There  are  no  data  available  on  the  number  of  elders  with  disabilities  utilizing 
supports  offered  by  EOEA.  There  are  27  home  care  corporations  state  wide  funded  by 
EOEA  which  provide  services  to  eligible  persons  over  age  60. 

Waitlist/Unmet  Needs 

Currently  there  is  no  waitlist  for  Home  Care  Services. 

Funding 

Home  Care  Services  has  a  current  budget  of  $120  million.  Funds  are  allocated 
to  home  care  agencies  which  provide  direct  services.  The  amount  of  funding  for 
individual  programs  and  services  is  not  available.  Funding  sources  include  the  state 
and  federal  governments. 

Interagency  Collaboration 

Through  the  CARDS  Project,  EOEA  provides  training  to  the  Massachusetts 
Commission  for  the  Blind  and  the  Massachusetts  Commission  for  the  Deaf  and  Hard  of 
Hearing  to  assist  them  in  specializing  their  services  to  the  elderly.  The  CARDS  Project 
staff  serve  as  advocates  for  elders  with  disabilities  served  by  state  agencies  by 
providing  consultation  and  training  to  agency  staff  on  the  specific  needs  of  elders.  In 
addition,  CARDS  Project  staff  serve  on  state  agency  advisory  boards  and  councils 
representing  the  elderly  population.  Staff  meet  with  state  agencies  monthly  to  address 
issues  related  to  aging  and  disabilities. 

EOEA  has  collaborated  with  DMR  to  provide  home-delivered  meals  to  children 
with  mental  retardation  who  live  with  elderly  caregivers.  EOEA  supplies  the  meals  to 
the  elderly,  while  DMR  purchases  the  meals  for  the  children  through  EOEA's  vendors. 
This  effort  has  reduced  the  costs  of  running  two  separate  programs  by  the  two 
agencies. 

Flexibility  and  Family  Choice 

There  is  choice  in  type  of  services  offered  by  EOEA;  however,  the  choice  is 
made  by  the  elder,  not  the  family.  The  family  can  be  involved  if  the  elder  wishes. 
EOEA  does  not  have  a  flexible  financing  component.  Agency  officials  note  that  there  is 
limited  flexibility  within  a  set  of  determined  services.  Staff  work  with  the  consumer  to 
determine  the  type  of  service  needed;  however,  elders  must  choose  from  a  list  of 
services. 

Consumers  are  involved  in  EOEA  by  sitting  on  advisory  boards  and  councils. 
More  than  50%.  of  the  Home  Care  Board  of  Directors  are  elderly  consumers. 

Research 

The  CARDS  Project  produced  a  report  in  1997  evaluating  the  service  delivery  for 
elders  and  persons  with  disabilities.    Some  of  the  recommendations  from  the  project 
have  been  implemented.  For  example,  the  CARDS  Project  Director  is  now 


representing  EOEA  on  advisory  committees  and  other  state  agencies,  EOEA  has 
increased  its  collaboration  with  other  state  agencies,  DMR  and  EOEA  have  met  to 
develop  a  better  understanding  of  each  system  and  develop  solutions  to  existing 
problems.  The  results  of  the  Project  have  led  to  increased  collaboration  and  a  mutual 
effort  in  understanding  the  elder  and  disability  systems  and  development  of  solutions  to 
some  of  the  current  problems  within  the  systems. 
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MASSACHUSETTS  REHABI STATION  COMMISSION  (MRC) 


There  are  four  programs  within  MRC  that  serve  adults  with  disabilities:  the 
Independent  Living  Centers  (ILC),  Adult  Supportive  Living  (ASL),  the  Turning  22 
Program  and  the  Transition  to  Adulthood  Program  (TAP). 

Program  Goals 

The  goal  of  MRC  is  to  promote  the  independence  of  individuals  with  disabilities 
and  does  not  focus  supports  toward  families.  MRC  seeks  to  "promote  equality, 
empowerment  and  productive  independence  of  individuals  with  disabilities.  These 
goals  are  achieved  through  organizational  innovation  committed  to  creating  options  that 
enhance  and  encourage  personal  choice  and  risk-taking  toward  independence  and 
employment"  (The  Vision  and  Mission  of  MRC,  no  date,  p.  1). 

Types  of  Family  Supports 

Because  MRC  does  not  provide  family  support,  all  programs  are  focused  on 
individuals  with  disabilities.  Several  programs,  however,  offer  a  variety  of  supports  to 
individuals  with  disabilities  living  at  home  with  families  or  in  the  community  setting.  The 
ILCs  offer  skill  training,  advocacy  and  information  and  referral.  In  addition,  funding  for 
environmental  adaptations  (home  or  vehicle  modification)  is  administered  through  the 
ILCs.  Case  management  services,  personal  care  attendants  and  financial 
management  services  are  provided  by  the  ASL  program.  The  Turning  22  Program 
provides  services  to  maintain  independence  of  the  individual  in  the  community. 
Services  include  case  management,  personal  care  assistance  and  money 
management.  TAP  provides  emotional  support  to  parents  of  students  who  are  leaving 
the  school  system  and  peer  counseling  to  students.  Staff  work  with  youth  who  have 
disabilities  in  the  school  to  help  them  with  the  transition  out  of  school. 

Eligibility 

Any  person  with  a  severe  physical  or  mental  disability  that  limits  his/her  ability  to 
be  independent  is  eligible  for  services  through  the  ILCs.  There  is  no  age  limitation.  For 
those  seeking  purchased  services  through  the  ILCs  (e.g.,  environmental  modifications) 
there  is  a  means  test.  The  income  requirement  depends  on  the  size  of  the  individual's 
family,  number  of  dependents,  monthly  income,  outputs  on  a  weekly  basis,  deductions 
and  cost  of  services.  MRC  uses  an  income  formula  to  determine  how  much,  if 
anything,  the  individual  should  pay  for  services. 

Residents  of  Massachusetts  with  severe  physical  disabilities  and  mobility 
impairments,  and  who  do  not  receive  services  from  the  Department  of  Mental 
Retardation  (DMR)  or  the  Department  of  Mental  Health  (DMH)  are  eligible  for  services 
through  ASL.  Individuals  must  have  a  need  for  personal  care  attendant  services  and 
be  over  age  eighteen  to  qualify  for  services. 

Anyone  assigned  to  MRC  by  the  Transitional  Advisory  Agency  (TAA)  is  eligible 
for  the  Turning  22  Program.  Those  not  assigned  by  the  TAA  must  have  a  mobility 


impairment  and  a  severe  disability.  Those  with  severe  physical,  cognitive  and/or 
emotional  disabilities  and  who  are  not  eligible  for  services  by  the  DMR  or  DMH  are 
eligible  for  services  at  MRC  through  the  Turning  22  Program.  Usually  consumers  of 
this  program  are  between  16  and  22  years  of  age.  Those  with  a  cognitive  impairment 
must  also  have  a  mobility  impairment  in  order  to  be  eligible  for  services. 

Application/Enrollment 

Individuals  can  access  ILC  services  by  self-referral  or  by  referral  from  any  other 
source.  The  individual  is  assessed  by  ILC  staff  within  three  to  six  weeks.  ASL  can  be 
accessed  through  self-referral.  MRC  has  done  outreach  but  most  clients  of  ASL  hear  of 
the  services  through  "word  of  mouth".  The  Turning  22  Program  is  a  closed-referral 
system.  Referrals  are  made  through  assignment  by  the  TAA  or  the  school  system, 
usually  two  years  before  graduation. 

Anyone  with  mental  retardation  who  accesses  supports  at  MRC  is  referred  to 
DMR.  MRC  will  continue  to  provide  services  to  these  individuals  however.  Once  DMR 
is  able  to  provide  services  to  them,  their  care  is  transferred  to  DMR. 

Utilization 

There  is  no  information  available  on  the  number  of  persons  with  developmental 
disabilities  served  by  MRC.    In  1996,  5,732  individuals  received  ILC  services 
throughout  the  state.    Of  these,  630  had  cognitive  disabilities,  645  had  mental 
disabilities,  2,671  had  physical  disabilities,  966  had  sensory  disabilities,  and  1,978  had 
multiple  disabilities.  Seventy  people  every  year  receive  funding  for  environmental 
adaptations  through  the  ILCs.  The  ASL  program  serves  between  35-40  individuals,  of 
which  90%  live  on  their  own,  while  10%  live  with  families.  There  are  45  consumers  in 
the  Turning  22  Program  and  130  consumers  in  the  TAP  program. 

Waitlist/Unmet  Needs 

MRC  has  no  official  waiting  list  for  information  and  referral,  skills  training  and 
advocacy  services.  Within  the  ten  ILC  sites  statewide,  there  is  a  three  to  six  week 
waiting  period  before  the  individual  is  assessed.  Depending  on  the  services  needed 
and  the  ILC  site,  there  may  be  a  two  month  to  two  year  waiting  period  before  the 
service  is  available.  (For  environmental  modifications  there  is  a  one  to  two  year  waiting 
period  in  some  sites).  There  is  no  waiting  list  for  the  Turning  22  Program.  Currently, 
approximately  25-30  people  are  waiting  for  services  through  the  ASL.  There  is  a  two  to 
four  month  waiting  period  for  evaluations  for  PCA  services  offered  through  ASL. 

Funding 

Expenditures  allocated  in  1997  were:  $1,586,000  for  ILC  programs,  $291,000 
for  ASL  programs,  and  $986,000  for  the  Turning  22  program.  The  amount  of  funding 
for  individual  programs  varies  among  sites  and  is  based  on  where  consumers  live  and 
the  needs  of  consumers.  The  ILC  program  receives  $1,500,000  from  the  state,  the 
remainder  is  allocated  by  the  federal  government.  The  Turning  22  Program  and  ASL 
are  state  funded. 


Interagency  Collaboration 

MRC  will  collaborate  with  DMR  and  DMH  to  pay  for  services  for  the  period  of 
time  that  consumers  are  served  by  MRC  while  waiting  to  receive  supports  from  DMR  or 
DMH.    MRC  will  eventually  transfer  cases  to  DMR  or  DMH  once  these  agencies  are 
able  to  provide  services. 

Another  type  of  collaboration  exists  on  the  Independent  Living  Council.  The 
Council  is  made  up  of  44  members,  the  majority  of  whom  are  disabled.  Six  state 
agencies  are  also  represented  on  the  Council.  The  Council  is  responsible  for  writing 
the  State  Plan  which  must  be  signed  by  every  member.  MRC  also  has  a  public-private 
partnership  with  HUD  to  serve  those  who  are  homeless  and  have  physical  disabilities. 

Flexibility  and  Family  Choice 

MRC  has  a  wide  array  of  services  that  consumers  can  choose  from.  Despite  the 
choice  in  supports,  consumers  cannot  select  the  provider.  The  consumers  of  the 
Turning  22  program  and  ASL  program  have  no  choice  in  selection  of  providers  for 
services.  MRC  is  in  the  process  of  writing  a  Request  For  Proposals  to  include 
consumer  choice  in  the  selection  of  providers. 

Research 

A  survey  of  consumer  satisfaction  was  designed  for  all  ILCs.  The  results  of  this 
research  are  in  the  process  of  being  aggregated.  No  other  information  on  this  or  other 
research  is  available. 
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LIST  OF  INFORMATION  SOURCES  ON  FAMILY-CENTERED 

SERVICE  DELIVERY  MODELS 

1)  The  Beach  Center  on  Families  and  Disabilities 
3111  HaworthHall 

The  University  of  Kansas 

Lawerence,  KS  66045-7516 

(913)864-7600 

Beach@Dole.LSI.  ukans.edu 

http://v^ww.lsi.ukans.edu/beach/beachhp.htm 

2)  Institute  for  Health  and  Disabilities 
University  of  Minnesota 

Box  721 

420  Delaware  Street,  SE 

Minneapolis,  MN  55455-0392 

instiha@tc.umn.edu 

(612)  624-3939 

http://www.peds.umn.edu/Centers 

3)  United  Cerebral  Palsy  Association 

1660  L.  Street,  N.W. 
Suite  700 

Washington,  D.C.  20036 
(202)  776-0406 
http://www.ucpa.org 

4)  National  Parent  Network  on  Disabilities 

Patty  McGill  Smith,  Executive  Director 

1727  King  Street 

Alexandria,  V A  22314 

713-684-6763 

http://www.npnd.org 


5)  The  ARC  of  the  United  States 

National  Headquarters 
500  East  Border  Street 
Suite  300 

Arlington,  TX  76010 
(817)261-6003 
http://www.thearc.org 

6)  Human  Services  Research  Institute 

2336  Massachusetts  Avenue 


Cambridge,  MA  02140 

(617)876-0426 

http://www.hsri.org 

7)  Autism  Society  of  America 

7910  Woodmont  Avenue 

Suite  650 

Bethesda,  MD  20814-3015 

http://www.autism-society.org 

8)  National  Association  of  Developmental  Disabilities  Councils 

1234  Massachusetts  Avenue,  N.W. 

Suite  103 

Washington,  D.C.  20005 

202-347-1234 

http://www.igc.apc.org\NADDC 

9)  Research  and  Training  Center  on  Community  Integration 

Center  on  Human  Policy 
Syracuse  University 
724  Comstock  Avenue 
Syracuse,  NY  13244-4230 
315-423-3851 

1 0)  Massachusetts  Network  of  Information  Providers 

Bob  Bass,  Ph.D.,  Director 
The  Shriver  Center 
New  England  Index 
200  Trapelo  Road 
Waltham,  MA  02154 
781-642-0248 
http://ne-index.shriver.org 

1 1)  Family  Resource  Coalition 

20  North  Wacker  Drive,  Suite  1 100 
Chicago,  IL  60606 
312-338-0900 
312-338-1522  (fax) 
www.yudel.com/frcdemo 

12)  National  Information  Center  for  Children  and  Youth  with  Disabilities 

P.O.  Box  1492 

Washington,  D.C.  20014-1492 

800-695-0285 

202-884-8200 


202-884-8441  (fax) 
nichcy@aed.org 

13)  National  Clearinghouse  on  Family  Support  and  Children's  Mental  Health 

Portland  State  University 

P.O.  Box  751 

Portland,  OR  97207-075 1 

800-628-1696 

503-725-4040 

14)  Family  Voices  National  Office 

P.O.  Box  769 

Algodones,  New  Mexico  87001 

(505)  867-2368 

(505)  867-6517  (fax) 

http :  //www.  fami  lyvo  i  ces/org 
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DEFINITIONS 


Definition  of  Developmental  Disabilities:  "A  severe,  chronic  disability  of  an  individual  five 
years  of  age  or  older  that:  a)  is  attributable  to  a  mental  or  physical  impairment  or 
combination  of  mental  and  physical  impairments;  b)  is  manifested  before  the  person 
attains  age  22;  c)  is  likely  to  continue  indefinitely;  d)  results  in  substantial  functional 
limitations  in  three  or  more  of  the  following  areas  of  major  life  activity:  (I)  self  care;  (ii) 
receptive  and  expressive  language;  (iii)  learning;  (iv)  mobility;  (v)  self-direction;  (vi) 
capacity  for  independent  living;  and  (vii)  economic  self-sufficiency;  and  e)  reflects  the 
individual's  need  for  a  combination  and  sequence  of  special,  interdisciplinary,  or  generic 
services,  supports,  or  other  assistance  that  is  of  lifelong  or  extended  duration  and  is 
individually  planned  and  coordinated,  except  that  such  term,  when  applied  to  infants  or 
young  children  means  individuals  from  birth  to  age  5,  inclusive,  who  have  substantial 
developmental  delay  or  specific  congenital  or  acquired  conditions  with  a  high  probability 
of  resulting  in  developmental  disabilities  if  services  are  not  provided"  (Section  102  (8) 
of  the  Developmental  Disabilities  Act  of  1994;  P.L.  103-320). 

Definition  of  Mental  Retardation:  "Mental  retardation  refers  to  substantial  limitations  in 
present  functioning  and  is  characterized  by  three  criteria...  a)  significantly  sub-average 
intellectual  functioning,  existing  concurrently  with  b)  related  limitations  in  two  or  more  of 
the  following  applicable  adaptive  skill  areas:  communication,  self-care,  home  living, 
community  use,  health  and  safety,  functional  academics,  work,  social  skills,  self- 
direction,  leisure;  c)  mental  retardation  manifests  before  age  18"  (Department  of 
Mental  Retardation,  Eligibility  Determination  and  Need  for  Supports  and  Services,  1996, 
P.  37). 


